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ABSTRACT 

This document presents the text of a Congressional 
hearing on the concerns of members of the baby boom generation who 
find themselves caring for both their elderly parents and their own 
children at home. After an opening statement by committee chairman 
Representative George Miller, these witnesses give testimony: (1) 
Patricia Brady, a stressed caregiver, Mahopac, New York; (2) Elaine 
M. Brody, Associate Director of Research, Philadelphia Geriatric 
Center, Philadelphia, PennsylVMia; (3) Dorothy Frances, Friendly 
Visitor, Retiree Service Department, International Ladies' Garment 
Workers Union, New York, New York; (4) Kenneth G. Johnson, Director, 
National Interfaith Volunteer Caregivers Program, and Adjunct 
Professor of Community Medicine, Mount Sinai School of Medicine, New 
York, New York; (5) Susan Kornblatt, member. Board of Directors, 
Family Survival Project, and gerontologist. University of California, 
San Francisco, California; (6) Nancy LcOie, a stressed caregiver, 
Soddy Daisy, Tennessee; (7) Jeunes E. McEuen, a stressed caregiver, 
Bethesda, Maryland; (8) Al Nestor, Director, Franconia Family Therapy 
Center, Alexandria, Virginia; (9) J. Knox Singleton, Chairman, 
Volunteer Development Committee, Fairfauc County Commission on Aging, 
Fairfax, Virginia; (10) Arleen Warnock, a stressed caregiver, 
Brooklyn, New York; and (11) Deborah Warnock, teenaged daughter of a 
caregiver, Brooklyn, New York. Prepared statements by these and other 
witnesses including Representative George C. Wortley, are provided. 
(ABL) 
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DOUBLE DUTY: CARING FOR CHILDREN AND 
1HE ELDERLY 



TUESDAY, MAY 3. 1988 
« HousK OF Repkesentativks, 

&ELBCT COMMITTEE ON ChILDBEN, YoUTH, AND FamiUES, 

_ .^^ Washington, DC. 

Lhe wmmittee met pursuant to caU at 9:15 a.m., in room 2226 
S'T Building, Hon. George Miller (chairman of 

the committee) presiding. «^^au ui 

Members preaentTSepresentatives Boggs, Weiss, Martinez. 

Also present: Representatives Fish and MoreUa. 
• Anu Rosewater, stalT director, JUl Kagan, profes- 

sional staff; and Ann Tumbiill, congressional feUow. 

Chairman Afcixra. The SeV ^ Committee will come to order. 

Today, the Select Committee on Children, Youth, and Families 
nT K*E!*^*J? * "^'^ emerging issue: the concerns of members of 
• ^ , ™ generafaon who find themselves caring for both 
then- elderly parents and their own children at the sametime. 
A JSlf "®T.!f"®'*Ji°",*? careaivers is diflFerent from any other in 
Amencan history. Healthier l?e styles and lifesaving medical tech- 
Shte ^7if *««8t»»ened .the life soan of aging adSlts as weU as 
cluJdren with severe disabilities and chronic Uhiesses. At the same 
tune, fewer family members are available to provide care The 
pwiMf participation of women in the work force, greater separa- 
™™nf famihes, and the increasing number of suSe- 

^ir o^^^ '^^^^ °^ ^^^^ to take care of 

As a result, famUy members are often compelled to juggle ca- 
housework, and the nurturing of tWolets of 
dependents this "double duty" takes its toll. FaiUy caregivers 
who work fulUime frequently spend more houre every dayploAd" 
mg care than they do at their job. EmotionaUy and physically, they 
SfU fi,f,f~ in aeprwsion, anxiety, fatigue, iUness, isolation feaJ 
of the rature, and guilt over not domg more. 
« J^-*- toU can also be particularly steep. A significant 

tff "S^^^Iri?^ members are forced to quit their iobs tofuSSl 
iSfiffir ii®*-** ^^'^ the National Center for 

u *1? Research sugsest that single parents, primarily 
women, who shoulder renpoMiBility for both cl^Wren md elderW 
pwents are the uost vulnerable. They were less likely to be work- 
ing than those without famUy responsibUities. 

(1) 
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Despite the serious strains <m family caregivers, supports such as 
respite care, attendant, homemaker or nursing services which help 
fainilies manage care are expensive and difficult to arrange. In 
many communities, such services are simply unavailable. 

We will learn today, however, that when support services such as 
respite are available, even families coping with an Alzheimer's suf- 
ferer are able to continue providing home care for an extended 
period of time. Although most families who had the benefit of the 
respite program viewed it as a last resort, often waiting until they 
were on the verge of a breakdown to use it, they desired more res- 
pite care in the comiiu; year than any other service. 

As we will hear tooay, families remcun committed to caring for 
their elderly parents or chUdren in home and community settings. 
But never before have families been asked to handle so many re- 
sponsibilities simultaneously. Families are doing their part and 
more. The question we must ask today is how public and private 
resources can contribute to easing these new responsibilities. 

This morning we will hear from families who are providing care 
both to children, including disabled or chronically ill children, and 
to dependent elderly parents. And our witnesses will include re- 
searchers as well as providers of support and respite for families. I 
welcome all of you to the hearing. 

The first panel that the committee will hear fi*om will be made 
up of Patricia Brady from Mahopac, New Yo* ^ Deborah and 
Arleen Wamock from Brooklyn, New York, Nancy Lcme fix)m 
Soddy Daisy, Tennessee and James McEuen from Bethesda, Mary- 
land. Come forward, please. Welcome to the committee. All relax 
and settle down here. It is a very laxed conmaittee. 

OPKhONO Statemint or Hon. Gioroe Miller, a Represbntativb in Conorus Fuou 
THE &rATE or Calitornia, ANi» Chairuan, Select CoMMnTEE on Children, 
Youth, \nd Families 

Today the Select Committee on Children, Youth, and Families iftill explore a new 
and emerging issue: the concerns of members of the baby boom seneration who find 
themselves caring for both their elderly parents and their own cnildren at the same 
time. 

This new generation of caregivers is different from any other in American histo- 
ry. Healthier lifestyles and lifesaving mediod technologies have lengthened the life- 
span of aging adults as well as children with severe disabilities and chronic illness- 
es. At the same time, fewer family members are availab^^* to provide care. The grow- 
ing participation of women in the workforce, greater separation of extended fami- 
lies, and the increasing numbers of single-parent families h&ve affected the ability 
of families to take care of their own. 

As a result, family members are of^n compelled to juggle careers, nursing duties, 
housework, and the nurturing of two sets of dependents. This "double duty" takes 
its toll. Family caregivers who work fulltime frCNquently spend more hours every day 
providing care than they do at their job. Emotionally and i^ysically, they pay the 
price in depression, anxiety, fatigue, illness, isolation, fear of the future, and guilt 
ovei not dom^ more. 

The financud toll can also be particularly steep. A significant proportion of family 
members are forced to quit their jobs to fulfill tneir duties at home. New data from 
the National Center for Health Services Research suggest that single parents— pri- 
nuTilv women— who shoulder re^Mnsibilitv for both children and elderly parents 
are tne most vulnerable. They were less likely to be working than those without 
family responsibilities. 

Despite the serious strains on family caregivers, supports such as respite care, atp 
tendant, homemaker or nursing services which help ramilies manage care are ex- 
pensive and difficult to arrange. In many communities, juch services are simply un- 
available. 
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We will leftrn today, however, that when support servioee luch as respite are 
available, even families coping with an Alzheimer's sufferer are able to continue 
providing home care for an eztmided period of time. Although most families who 
had the benefit of the respite program viewed it as a last resort, often waiting until 
they were on the veige of a breakdown to use it, they desired more respite caie in 
the coming year than any other service. 

As we will hear today, families remain committed to caring for their elderly pai^ 
ents or diildren in home and community settings. But never before have families 
been asked to handle so many responsibilities simultaneously. Families aie doing 
• their part and more. The question we must ask today is how imblic and private re- 

sources can Qontribute to easing these new responsibiUties. 

This morning we will hear fram families who are providing care both to diildren, 
incluiMng disabled or chronically ill children, and to dependent alderly paraits. And 
our witnesses will irclude researchers as well as providers of support and respite for 
families. I welcome all of you to the hearing. 
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FACT SHEET 

"Double Duty: Caring for Children and the Elderly" 



CHILDREN, ELDERLY FAMILY MEMBERS NEED CARE 

* In 1985, an estlaated 26.5 million children under age 1^ had 
Bothers in the labor force; l^.S million had mothers who 
worked full time. If current female labor force participa- 
tion trends continue, by 1995 over 3/ A of school-age 
children (34.4 million) and 2/3 of prescnool children (14.6 
million) will have a mother in the workforce. (U.S. Bureau 
of the Census [Census], 1967; Hofferth and Phillips, 1967; 

* Twenty million children have a chronic physical or mental 
condition; 3.2 million are limited in their daily 
activities because of their disability. Children in 
poverty are almost 50X more likely to have a disability 
than children from higher income families. (Fox, 1967) 

* AiBong the elderly, the need for care increases with age: 
13X of the 6i-74 age group, 25t of the 75-84 age group, and 
46X of the 85 and over age group need care. (National 
Council on the Aging, 1987; 

* In 1982, there were 1.2 million frail elderly receiving 
informal care. Of the elderly citizens receiving care from 
their families, the majority are female, 1/3 have family 
incomes in the poor or near-poor range, and slightly over 
2/3 are in fair or poor health. (Stone, Cafferata, b Sangl, 
1987) 



MOTHERS SERVE AS PRIMARY FAMILY CAREGIVERS; i4/>r^V ALSO WORK 

* In 1982, almost 2.2 million individuals 14 or older provided 
unpaid assistance to 1.2 million non institutionalized 
elderly persons witl & disability. More than 70% of the 
caregivers were female, and of these, almost 30X were 
daughters. Twenty- five percent of adult children caring 
forelderly parents had simultaneous responsibility for 
children. The average age of female career Ivers of elderly 
parents is 57.3 years and 31X are employed. (Stone, 
Cafferata, b Sangl, 1967; 

* Twenty-eight percent of the home-office employees at a 
Hartford-based insurance company provide care for an 
elderly relative or friend. Among employees ages 30-40 in 
this group, 29X have children under age 6; 43X have 
children 6-18. Of those ages 41-55 in this group, 4X nave 
children under age 6; 37X have children 6-18. (Tne 
Traveler's, 1985) 

* In 1987, 57X of mothers with cnildren under 6, and 7lX of 
mothers with children ages 0-17 were in the labor force. 
Nearly 3/4 (74X; of all employed mothers with scnool-age 
children ages 6-17, and 2/3 (67X) with children under six 
worked full-time. (Bureau of Labor Statistics [BLSJ, 1967; 
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Thirty-eight percent of the primary caretaKers of children 
with chronic health conditions are enployed. (Human 
Sarvicea Research Institute, 1985) 

forty-nine percent of narried woricing mothers report full 
responsibility for home chorea compared with 4X of .Mrried 
working fathers. (Burden and Googins, IVt85> 

Wlien a child ia aick, female employees are 6 times as 
likely to *tay home and provide carw than are maie 
employees. (Burden b Googins, 1985; 



VUU^ERABLE FAMILIES LOS£ IWCOMK TO PROVIDE CARE 

* In 1982, while the majority of family caregivers of the 
elderly reported adjusted famUy incomes in the low to 
middle range, almost 32X had incomes falling within the 
poor or near-poor category. Nine percent of all caregivers 
(12X of caregiving daughters; reported they left the labor 
force to care for a disabled relative or friend. (Stone. 
Cafferata, and Sangl, 1987) 

* Among one sample of women caring for elderly parents in tne 
Philadelphia area, 13X found it necessary to quit their 
jobsi 40X of them had family incomes of less than 115,000 a 
year. (Brody, 1988) 

* In California, a survey of Bay Area caregivers revealed 
that 22X of those who were not employed outside the home 
nad quit their jobs to give care. Their estimated lost 
annual income was $20,400 each. (Family Survival Prolect. 



Thirty-six percent of mothers in families witn incomes less 
than $15,000/year said they would look for work if child 
care were available at a reasonable cost. (Census, ly8i; 

FAKILY CAREGIVING: MORE THAM A FULL-flME JOB 

* Both male and female employees who are parents spend from 
15 to 25 more hours per week on combined family and work 
responsibilities than do employees wno are not parents. 
(Burden & Googins, 1985) 

* Families provide 80X-yOX of the medical and personal care, 
household tasks, transportation, and shopping assistance of 
elderly members requiring care. (Brody, 1985) 

* Approximately BOX of the caregivers of elderly persons 
provide assistance 7 days per week for an average of about 
4 hours per day. (Stone, Cafferata, & Sangl, 1987; 

* On the average, caregivers employed outside the home spend 
47 hours each week providing care to an elderly or adult 
family member who lives with the caregiver, exceeding the 
time they spend at the job. Family caregivers who do not 
work outside the home spend an average of 18 hours per day 
giving care. (Family Survival Prolect, 1988) 

* Daughters provide the same amount of assistance to elderly 
parents regardless of the number of children they uave or 
the ages of their cnildren. (Stoller, 1983) 
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CAREGIVIWG TAKES TOLL AT HOME AND IN THE WORiCPLACE 

* Seventy percent of women with double care responsibilities 
report stress and worry about family finances compared ^o 
641 of mothers with child care needs only and ^9X pre ding 
adult care only. (Emblen, I9tt8) 

* A significant problem of families who provide care it fear 
about the care recipient's condition and uncertainty about 
the naturt of illness and treatment. (Masciocchl, 1985; 

* The most negative consequences of caregiving are emotional 
strain including depression, anxiety, frustration » and 
helplessness. (Brody, 1985) 

* Hore than 450,000 parents have their Jobs disrupted each 
month by difficulties with child care arrangements. 
(Census » 1987) 

* In a survey of 400 men and wmen with children under 12, 
411 lost I day of work in the prior 3 months to care for 
family matters. Child care problems were found to be tne 
most significant predictors of absenteeism and limited 
productivity. (Galinsky, 1987; 

* Approximately 3/4 of female caregivers of elderly fauily 
members report a conflict between work and caregiving and 
35X report chat carpglving has affected work. (Gibeau, 
1987) 

* On the average, uomen miss I week of work per year due to 
caregiving ot an elderly family member. One survey 
indicated that women in the highest occupational group 
(professional and managerial) missed the most worK nours 
and were most likely to identify worK and caregiving 
conflicts. (Gibeau, 1987) 

CHILD CARE AND FAMILf SUPPORT NEEDED, BUT HARD TO COM£ BY 

* In a survey of families providing care for adult or elderly 
members » 52X needed information, 38X needed respite 
services, and 35X needed emotional support. (Family 
Survival Project, 1987) 

* In 1980, respite care was the need most frequently 
identified by state social services for families with 
developmental ly disabled children. In a survey of 
caregivers of AlEheimer's sufferers, respite care was 
desired more frequently than any otner service. vConen and 
Warren» 1985; Brody, 1988) 

* Seventy- thread percent of women caring for children and 
elderly persons report difficulty finding adult care 
compared to 6bX looking for adult care only, and 55X report 
difficulty paying for child care compared to 48X of mothers 
with only child care needs. (Emolen, 1988; 

* A 20-8ite workforce survey revealed that only 5X of women 
caring for both children and elderly persons claimed a tax 
credit for adult dependent care. (Emblen, 1988; 

* While Iow*income, female*headed households account for 
80-90X of the families receiving child care subsidies 
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chrough soae coablnatlon of federal, state, and local 
funds, many states are serving less than 30X of tneir 
eligible population, (rfarx, 1987; 

In FY 1987, the largest federal spending program that 
provides child care assistance and social supports for the 
elderly (the Title XX Social Services 31ock Grant) was 
worth only half its FY 1977 level, when adjusted for 
inflation. (Children's Defsnse Fund, 1987) 
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Chairman Miller. Welcome to my distinguished coUeafue, Mr. 
Pish. How are you? 
Df d you come to introduce one of the witnesses? 
Mr. FISH. Yes. 

Chairman Miller. I want to say to all of the witnesses w^ will 
include jrour written statement in the writter record of the hear- 
ing. Wher \ is your turn to testify, just proceed in tihe manner in 
which you are most comfortable. We will hear irom all cf you and 
then we will come back and ask you questions. 

Hamilton, we will start withyou. 

Mr. Fisii. Thank you, Mr. Chairman. I appreciate this courtesy 
and am most pleased to introduce to you my constituent, Mrs. Pa- 
tricia Brady of Maliopac, as it is pronounced, which is in Putnam 
County in New Yoik. I think that when you hear her testimony, 
you will feel, as I do, that Mrs. Brady is quite an extraordinary 
woman who bears a tremendous triple responsibility of interest to 
this committee, in caring for elderly parents, the grandmother, as 
well as a profoundly disabled child. 

She is here today to tell you the story, a very gripping story, as 
well as to advise you about a parent advoca^ group which has 
helpeo her eiiase her burden. That group is SKIr. It is a great privi- 
lege for me to welcome Mrs. Brady to the panel. 

Chairman Miller. Welcome to the committee. We will start with 
your testimony. 

STATEMENT OF PATRICIA BRADY, MAHOPAC, NY 

Ms. Brady. My name is Patricia Brady. Some call me special. I 
am really quite an ordinary women living with extraordinary cir- 
cumstances. I have come here today to tell you of my unique 
family and our survival. My grandparents left Italy and Ireland 
and came to this country in search of th^ir dreams, where they 
met, married, and raised their families in Greenwich Village. My 
parents met, married, and stayed in our version of Hometown USA 
where they raised myself and my two brothers. 

In 1979 I married Laurence Biuuy, a Vietnam War Veteran and 
B' . nx boy. We and my parents decided that a home which v nld 
accommodate them in retirement, my patemftl grandmothei "vho 
was 84 and living alone, and our future children who would be 
watched by grandparents while we continued to work, as an excel- 
lent plan for tomorrow and we were looking forward to becoming 
the American family of the eighties. 

In 1980, we purchased a home in Mahopac, New York a hamlet 
60 miles from mid-town Manhattan. My husband and I commuted 
to work daily, to the Big Apple and dad retired from his job of 30 
years with the Post Office. We were very happy. Previously pur- 
chased property was going to be sold and the monies used to con- 
vert the downstairs into an apartment for my parents and grand- 
mother. " was slinging pasta, boiling potatoes, holding down a man- 
agerial puoltion, thriving as a n^^wlywed, proud of my appearance 
and quite content with what I had created. 

iu 1985, our first son, Mathew, was born by emergency C-section 
at our local hospital. Mather*' was bom dead, revived, and trans- 
ferred by special ambulance to Neo-Natal ICU at New York Hospi- 
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tel. For anvone who needs a glimpse into the fixture, this unit looks 

H^l^ **°ij?\!i!J? constant and must be consistent -^4 houis a day. 
He has a tracheotomy which rMuires suction and high mist humid- 

nV««fff„rif**J?°° *°u°*P®" l"^- «e ^ at"be suigicaUy 
placed into his stomach to nourish him with a Uquid diet which is 
^ped in by an electric pump. He has unrelenting, painful ear in- 
fecfaons. He seues sometunes constanUy and cannot apeak. 

Uo any of you question my sobriety in describing mv son's ex- 
Jemely deman^ life circinstances? PerlSS^cZiXt^ 
?r I «»at I ak not aloneTfOT 

tel tm'sKff ofXwti^ ""'^ silence-Margaret 

Parent advocacy groups such as SKIP of New York have helped 
S.l^To ^ terms with the most wonderful person it has been Imy 
honor to Imow. Let me mtroduce you to my son. This defiant indi- 
vidual IS short on patience, unwilling to remove his hand from his 
buzzer unbl you respond to what he is mandating. The reward for 
this proper and timely response is a smUe that lights up my world 

rhree years ago, unbeknownst to me, Mathew's fragility, coupled 

^^n*^ ? f°P^ "^^^ Mathew aXhk raS 

has thnxst me into a new managerial 
5S ^ J^^lf"" unrecognized and uncompensated. The i^trica- 
^^Lf, 1^^°^ * day, seven-day-a-week job can only be com- 
pwed to gettmg the annual budget passed. 

I have become my son's fiiU-time case manager, social worker 
pnmary caregi>3r, systems liaison, and prtigram designer: in addi- 
'^"'^i'nins ^ mother, Larry's, wife, Lou and Elizabeth's 
^i!^ and Angehna's granddaughter. Corporate headquarters 
?L *^!S'^'^*^®*t'^ «>"°*«r between the houre of 9:00 

a.m. to 9:00 a.m. I am runmng IBM from my kitch n. When 3 00 
a^. rolls around, I dream of the luxury of having a paper Sired- 

When grandma is having another of her multiple heart attacks 
^J2u^^J cardiac monitor begms beeping, 1 know what my re- 
wZni f^i*^- ^ '^^y P°^* about this job is that 

l^S^ l°*ten her 92-year-old priorities all 

^® categorically refuses to deal with the inconvenient 
firtlL^ W ?e»e??*ed by Blue Cross/Blue Shield, Medicare, 
~iiSH^?' ^f^^^^ me her business manager. It has been 
reported that grandma would much prefer to entertain the young, 
good-lookmg latemi, than to dwell on her disabilities. 

f«r „t ^f"*??**®** ^^"y taking care of themselves, 

for us, is dying. My 68-year-old father is cleaning cars in a (S 

fn^,^ -""i"^ *2.P"* °° f'^^y table, al o^iiJome^ 
^sufficient. My 65-year^ld mother suff/re with emphysema and 
bouts of severe depression. t* j-^ a ouu 

My husLand's blood pressure skyrockets. I am no longer eainful- 

credit My pension ftinds and savings are gone. The property to be 
sold to finance the downstairs apartment was sold at a quick sale 
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and the funds used to live on and pay debts. We remain living all 
together in one unit. 

In fairness to myself, my husband and Mathew and the unborn, I 
plan no more children. Our dream home and property are falling 
apart. We have gone from Yuppies to mcgor financial burdens. I 
have become trapped by my own plan. My competence and willing- 
ness to do it all has allowed a system to expect my working manda- 
tory overtime. 

I am not alone. Many women in varying socio-economic strata 
are in my position. I cannot fail; for if I do, my grandmother and 
son will be institutionalized and my folks will not be helped in 
their late years. The choice is to forfeit my son and family for 
myself. This is not a choice. It is an act of defeat I am calling upon 
this representation to remember me and the growing numbers of 
families like mine when considering legislation that affects my 
family, my child, my kind. We are women, capable, willing, hungry 
to contribute to the well*being of our society if given the opportuni- 
ty to be a part of it. 
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Prbparbd Statimknt 01 Patricia Brady, Mahopac, NY 

Hy niM is Patrlcl* Brady, Somm cmXX am spMUl, I'm rMlly quits an 
ordinary woMn living with axtrodinary circuMtaneai. I hava com hara 
KOday to tall you of «y uniqua faaily and our aurvival. My grandparanta 
laft Italy and Iraland and cam to this country in saarch of thair 
draans, ^^rm thay mat, marriad and raisad thair faniliaa in Qraanwich 
villaga. paranta nat, marriad and atayad in our varaion of HoaMtotm 
UlA, whara thay raiaad myaalf and ay two brothara. In 1979 I marriad 
Laurarica Brady, a Viatnam war vataran and Bronx boy. Wa and my paranta 
dacidad that a hoM which would accoModata than in ratiraaant, my patarnal 
grandMothar who was than 84 and living alona, and our futura childran 
who would ba watchad by grandparanta whila wa continuad to work, aa an 
axcaUant plan for tomorrow end jm wara looking forward to bacoaiing tha 
AMJican family of tha 80-8. In 1980 wa purchasad a hoiaa in Mahopac, KY, 
a hamlet 60 milaa fron midtown Manhattan. My huaband and I comtad to 
work daily to tha Big Appla and Dad ratirad from hia Job of 30 yaara 
with tha poat off ica. Wa wara vary happy. Pravioualy purchaaad proparty 
was going to ba aold and monias uaad to convart tha downataira into an 
apartawnt for my paranta and grandaothar. I waa slinging pasta, boil- 
ing pcitatoas, holding down a managarial poaition, thriving as a nawly- 
wad» ^.roud of my appaaranca, and quita contant with what I had craatad. 
In 1985, our firat aon Mathaw waa born daad, ravivad and tranafarrad by 
spaciar ambulanca to nao-natal ICU at Now York Hoapital. For anyona who 
naada a glinpaa into tha futura, this unit looks lika a aat fron 2010. 
Mat apant tha firat 7 nontha of his Uf. in hospital whara wa wara 
handid a vary grin outlook for tha futura. Ust yaar on Hat*s aacond 
birthday ha racaivad a trachaostony dua to tha fact that his throat 
nusclaa had coUapaad. It has taan a long haul. I have bacona Jack of 
««ny madical tradaa, naatar of Mat* a madlcal co-ordination. My aon*s 
cars is constant and must ba conaiatant 24 houra a day. Ha haa a gastros- 
tomy tuba (faading tuba) for an mating disordar, an andocrina problem 
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•nd is visually hsndicsppad. Kis c«r«brsl pslsay «nd scoliosis «ff«ct 
his body's anaselos snd bonos. His trsch rsquiros suction snd high mist 
huaidity snd Mdicstions to op«n up his lungs. His ssrs srs in s constsnt 
stats of scuts otitis msdis. Hm is • rslstivsly n«w phsnoMns of iMdicsl 
tsshnology snd difficult for th« Isy person to coapr«h«nd. Oo sny of 
you question my robristy in dsscribing my sons MtrMwly dsmnding lif« 
circumstsncM? P«rh«ps my cslm affect is dua in part to tha fact thst 
I hava lasrnad thst Z am not slona, for thara is somaona who has haard 
my sons silanca - Margsrat Mikol, from S.K.I. P. of Naw rork. Psrant 
Advocacy Groups such ss S.K.X.P. of Naw rork hsva halpad ma coma to 
tarms with tha most irfondarful parson it has baan my plassura to know. 
Mathaw is a basutiful boy - hm is also a dafiant individual who ia 
Short on pstianca, unwilling to ramova hia hand from hia bussar until 
you raspond to whst ha is mandstaing. Tha raward for thia propar and 
timaly rasponsa is a smila which lighta up my world. 
Tha intriessias of my 24 hour s dsy, 7 dsy s waak Job can only ba 
compsrad to gatting tha annual budgat psssad. I hava baan thruat into 
a naw nansgarial position, haratofora unracognisad and uncompanaatad. 
I hava bacoma my sons full tina casa mansgar, social workar, srimary 
cara«givar, systama laiaon and program daaignar. Corporate Headquarter a 
for theae activitiaa ia my kitchen counter. Filing and tracking inaurance 
claima ia monumental. Z am running ZBM from my kitchen. 
At preaant, my hu8band*8 employee inaurance through anTRAK (ca«"ier 
ia Travalera) haa S4S,000. in banefita left for my aon*a medical care. 
Ha hea than uaed tSOO.OOO of inaurance moniea and the buck atopa there. 
Nathaw did receive New York State Care At Home Program in March 1907 
after hia traeh. Thia ia a good program, which haa helped aave soom 
inaurance dollara, ho%«aver Mat* a diaabilitiea and HZGH TCCH atatus 
causa him to use much more than tha monthly cap. Hia pre-exiating 
conditiona do not allow him ant re' to another good inaurance program. 
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Th« iiMdlcaid syatm Is at our option, hoMv«r m tr* b«lng told by 
provld«rt that It Is such • isbyrlnth that thay do not want to accapt 
It aa payMnt. it is also our undarstanding that parental incoiM muat 
b« kapt within certain guidalinas. Nursing covaraga is vital to Mat's 
axistanea aa nona othar than a prefaaaional can assist mom. whan and 
if I hava a nursa during tha day, I tand to choraa and many othar 
faaily naads. whan tha night nursa i« on, i try to catch up on much 
natdad slaap. An agMKy provides R.M. 's on shifts - tha coat is $32. 
an hour. Whan iMdicaid is introduced, I can work with tha agency, 
however their profit mar.jins do not allow them to offer a competitive 
salary to an R.N.. working a medicaid case. I have heard of a wonderful 
pilot program called tha FAMILY PARTNERSHIP, a model program working 
in the South Bronx. Services are paid for iimdiately, thus insuring 
that familiea and children receive what they need. Providers are heppy 
with prompt payment and the fund is reimbursed by insurance or mmdicaid 
dollars. 

My grandmother's bills, going Blue Cross/Blue Shield, medicare and 
medicaid, pose another whole set of clerical and filing problems. 
Grandma is 92 and in congeative heart failure. She suffers with diebetes, 
erthritis and angina. She ia mentally alert. The day I was asked to 
this forum, she had suffered her fourth heart attack, as simultaneously 
my son's cardiac monitor began alarming, reminding me of my responsibility 
The hospital staff reported that grandma would much prefer to entertain 
the young, good looking interns than dwell on her diaabilities. 

Tha relatively new phenomena of these multiply-handicapped, technically 
supported surviving children AND the increaaing number of the elderly 
living longer - coupled with the awareness of government that home is 
where the family belongs, haa created a -catch up- situation, render- 
ing me responsible for filling in all the gaps that everyone is scrambling 
to viably resolve. 
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GrsndM'a Hom HMlth Aid it auppllad through iMdlMld for fiv« hours 
• day, flv« days • wMk. wh«th«r this la sufficUnt or not Z do not 
tmm tim to d%#all on. Mm, who auffara with MphaMna and bouta of 
a«v«r« dsprsaaion, only raeaivaa th« b^ntfit of my praysr th«t abit 
will aoMhow hang-in for that ia all Z hnvs th« tiM for. Ny 6h ysar 
old fathar ia clMning cara in a car rental buainsas to put food on 
th« fa«ily table aa our incoM ia inauffici«nt. Ny huaband'a blood 
prsraurs akyc «k«ta. Z a« no longer gainfully ••ployed, Z no longer 
have credit. My penaion funda and aavinga are gone. The property to 
be aold to finance the downataira apartnent waa sold at a quick aale 
and a loaa and the funda uaed to live on and pay debt a. Our dreaa hoiie 
and property are falling apert. We have gone from Yuppiea to iiajor 
financial burdena. 

The dreaa of an extended faaily unit, taking care of theMelvea, 
for ua, ia dying. Z heve becoM trapped by my own plen. My competence 
and willingneaa to do it all haa allowed a ayaten to expect my %#orlring 
mandatory over tine. I am not alone - many women in verying aocio«economic 
atrata are in my poaition. Z cannot feil... for if Z do, my grandmother 
and son will be inatitutionelized and my folka will not be helped in 
their late yeara. The choice ia to forfeit my aon and family for myaelf. 
Thia is not a choice. Zt ia an act of defeet. Aa Z open my heart, my 
aoul and my life to thia repreaentation, I call upon you to remember mt 
and the growing number of familiea like mine, when conaidering legiale- 
tion that ef facta my family, my child, my kind. We are women cepeble, 
willing and hungry to contribute to the well being of our aociety, 
if given the opportunity to be a part of it. 
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Chairman Miller. Thank you very much. Ms. Wamock. 
STATEMENT OP DEBORAH WARNOCK, BROOKLYN, NY 

Ms. Deborah Warnock. I am in a different situation because I 
do not, myself, care for someone. My mother takes care of my 
grandfather, who had a stroke about five years ago. 

Chairman Miller. If we can move the other microphone 
over 

Ms. Deborah Warnock. My name is Debbie Wamock. I am 18 
years old. I have a different situation than everyone else here. I do 
not, myself, take care of someone, but my mother cares instead. 
She cares for my grandfather who had a stroke about five years 
ago. The emotional strain and physical strain that is on the family 
is on the entire family, not just on the person that is giving the 
care. 

You feel guilty yourself because you need your parents for you, 
when you know that they are needed with the person *hat needs 
the help which is my grandfather. You are afraid to leave this 
person alone. Therefore, you can no longer go on family vacations 
or just on trips by yourself because you are afraid to leave your 
grandfather. 

My mother lived at my grandfather's house with my baby broth- 
er for approximately four years, three days a week, and it was hard 
to see her and my family and it kind of tore us all apart. It is hard 
financially because it was hard to pay tuition and the cost of living 
kept on rising and my mother could not hold down a job because of 
the situation. 

Right now my grandfather has aides which live with him seven 
days a week, 24 hours a day. Yov jan't leave them alone because 
they are totally incapable of taking care of someone who is in his 
situation. The aides really don't know what they are doing and it is 
very hard to wateh them try and help him when you know they 
are incapable. 

If there is anything that can be changed by what I have to say 
today, I would like them to have better care for older people who 
need it and that the aides could be better trained so they know 
how to take care of older people. That is it. 

[Prepared statement of Deborah Wamock follows:] 



16 



Pripaeed Statimknt op Deborah Warnock» Brooklyn, NY 



Dear Comniittees 

I Come from a very close family. .Vhen one member suffers, ve 
'all feel the Tiain. Five years ago, Ty grandfather suffered a 
stro'-ce^ Our family has never been the same since, Tien this 
trauma first happened, -.ve were all worried and confused about 
our futures, './e were relieved to have him come home after a 
six month stay in a hospital and assximed because of his strength 
and determination, he would soon be v/ell again. Since my grand- 
father '/as the only one in the family living on the first floor , 
my mother and her two sisters decided to care for him from his 
own apartment. Arrangements were made that each daughter live 
with my grandfather three days a week. le all assumed this would 
only be a short term arrangement and things would soon be back to 
normal. .Ve \yere all disillusioned. This craziness lasted for 
more than three and a half years. 

During those years, our home Ixfe was being toyn into pieces. I 
was thirteen years old and I had to suddenly take on some of my 
mother's home responsibities. iVIy Dad, my Sister and Brother and 
I had to share chores and learn to run a home without my Mother. 
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This was difficult because we all depended on her to always be 
there. ,7e all missed her and our two year old brother who had 
to stay with my mother -/hile she took care of Papa, ./e visited 
often but the three days she was ^one a ^^ek seemed to last 
forever. A phone call or visit never seemed to be enough. 

/e felt guilty ^/anting her home ^hen we knew* that Papa needed her 
there too. t/e could never go away on a family outing without 
v/orrying about his welfSu^e. He had iiever been dependent before. 
It was hard on everyone who knew him the -./ay he used to be, to 
-es hia need help to do everything, even to go to the bathroon. 
lie had always been strong and v/as always the first person I 
•vould turn to if I had a problem. It was heartbreaking for me 
to see him this way and I missed my old Papa. 

rhrough the caregivers support group -/hich my mother found within 
the community, the family learned to cope with many things, it 
helped Mom to obtain Medicaid for Papa. He now has a live-in 
attendant v/hich allows my mother and her sisters to be with their 
families. They visit hia every day. I can tell by the look in 
nty mother's eyes, that she is relieved and a great burden has 
been lifted from her shoulders, of course, there will always 
be problems because of Papa's impairments, but it seems to bo 
easier now that our families have been reunited. 

Through all these trying years, our difficulties have brought 
us- closer together. It has made my sister and brothers and I 
more avmre of the needs of the elderly and impaired and now have 
a deeper understanding of caring and sharing, ftly little bWher, 
•7ho is only seven now, is one of the best caregivers I know. 
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STATEMENT OP ARLEEN WARNOCK, BROOKLYN, NY 

Ms. Arlben Warnock. I am Arleen Warnock. I am the mother 
of Debbie. I have often heard it called the sandwich generation, 
and I feel that is what we are because it is so difRcult to care for 
the older person end at the same time when you are raising chil- 
dren, it is like I have two sets of children because when my father 
first had the stroke, my baby wasn't two yet, and I had three teen- 
agers. 

I know a lot of people said it is much easier because your chil- 
dren are older. I feel it was much more difficult, because 88 teen- 
agers, you really have to guide and oversee much more than you 
did when they were five or six. You knew where they were at 8 
o'clock at ni^t when they were five or six. It was very difficult 
because it turned out to be a jealous situation thing between my 
father and the baby which you are constantly torn on who to go to 
first. 

Where are your priorities? You can't turn back the clock and you 
can't say to the baby, well, stop growing now because I have to 
take care of my parent. It was very difficult and I feel they lost a 
lot by me having to be with my father. It was something I felt we 
had to do. We mially got my father on medicaid, but we have to 
oversee that because as Debbie said, the aides are not always capa- 
ble of handling many kinds of situations and sometimes you get 
aides in that do not even i^ak English properly, which I think is 
very difficult, especially with my father and a lot of older people 
who have hearing problems. 

If thev can't speak English properly and can't be understood, my 
father doesn't Imow what they are sasdng. One time I remember 
going over constantly how my father was to be transferred, et 
cetera, and they kept saying, "I understand. I understand." And, 
five minutes later she called the police becaiise she dropped my 
father. 

The concern is are you going to get someone with any common 
sense at all, and will they be capable? Some are capable, but the 
m^ority that I found, they are underpaid and people that have 
nouiing, I guess no skilled positions that they can hold down. So 
this is what they do. I think maybe if they were trained more prop- 
erly and given better salaries, we would have more efficient people 
doing the job. 

I think that there really has to be more public awareness of what 
is available in the community. I found a support group very helpful 
and I think it would be very good if there were more support 
groups in the area. My father is on Medicaid only because we 
found out through the support group that there was a surplus 
income plan which for four or five years we were not aware of at 
all. 

They told us in social services in the hospital and at home that 
he made too much money and wouM not be eligible for anything to 
that effect. And if we wanted 24-hour care, because one time we 
had planned to just go away for the weekend and it would be $100 
a day. We coulmi't afford that. 

My father belongs now to the Geriatric Center two davs a week 
and that also I had looked into before he got on medicaid and that 
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would be $100 a day. We could not afford that. If chore was a day- 
care center that would care for the impaired^ even a few hours, if 
people could get them there, not even if they provided their trans- 
portation, it would be something for the person to look forward to. 
That is all they have left. 

Basically, they are immobile and they can't do anything. If they 
had some kind of communication with the outside world and if 
s there could be some kind of even T.V. program geared to the im- 
paired or the elderly, that would give them something in their life 
to look forward to. I think more than anything else, my father is 
very depressed and bored— he is not capaible of doing anything by 
himself, and the depression that stems from thi.t. It would be good 
if he had at least something to look forward to. 

I think also there has to be more laws to oversee the elderly in 
hospitals. It is devastating and I could not even go into detail adbout 
what happens in a hospital if the family is not there to oversee 
things. You can sit in your own defecation for hours, and it is so 
demeaning and depressing and they turn around and say I wonder 
why the patient is depressed. 

My father had therapy when he first had the stroke for five or 
six months and he was put in a wheel chair and they had said that 
mentally he was incapable of maneuvering the wheel chair and 
they kept practicing and practicing with him. As soon as he got 
home from the hospital, we got a new therapist, and he said die 
reason he didn't maneuver it was because the chair was too high 
and his 1^ were too short. 

As soon as he got a shorter chair for a shorter person, my father 
was able to maneuver perfectly. So that was six months of wasted 
time and being told that he wasn't capable of doing it. Also, I think 
again, going back to the hearing, I have an aunt I cared for that 
just died a few months ago. In the hospital, her hearing aid broke 
and therefore, she laid there like a vegetable. There was no com- 
munication even attempted. 

There has to be people to oversee this. I guess there are separate 
laws to care for small children that cannot answer for themselves. 
I think the same thing should be done for people who are senile or 
elderly that can't speak for themselves and say what they need. 
Basically, we need a lot more help. Thank you. 

[Prepared statement of Arleen Wamock follows:] 
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Prkparsd Statimint op Arlbbn Warnock, Brooklyn, NY 
Dear Coamltteei 

I feel it is very important that the general public be made 
aware of conmunity services available to the handicapped, elderly 
and impaired. They shoiild be more educated on what coverage 
medicare and other insurance programs will provide and what 
the difference is between medicare and medicaid. Families should 
be knowledgable in all areas of assistance before the services 
are needed so that in the event of illness or any hardship, they 
could make the proper decisions that are in the best interest of 
all concerned. 3(y father is now on medicaid but on the surplus 
income plan. Hy family was ignorant of this plan and for four 
years, we were told by social worlcers that his pension was too 
high to have any but medicare services. 

I believe changes have to be made in what medicare benefits allow 
for. For example, it does not cover the cost of a commode. 
Therefore, if you are poor or rich, you may have proper facilities 
but middle -class handicapp^Q people must self -provide for this 
expensive item or buy a huge plug. 
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Medicaid applicants should not be made belittled b - rheir inter- 
viewers. It ic degrading to be treated by agency personnel who 
assvjse that everyone is lying and scheming to get services that 
many people truly need but are too proud to beg for. 

Charges from sec^ices and companies, doctors, etc, should be 
examined more closely in order that monies are disbursed for 
the right pco^oses and into the proper hands, ?or example, !ny 
father belongs to a gereatrlc prd^am tvro days a 'veek, I believe 
the fee is ^00 a day paid by medicaid. Is that not too high? 
Hospitals charge enormous amounts for items which are replaced 
too frequently without any regard to costs, % father has a 
nylon strip for the back of his leg attachment on his wheelchair. 
The wheelchair company bills Medicaid $6,00 a month rental fee for 
this piece. To date, this item has cost $288,00 instead of its 
actual cost of about $10,00 

Under medicare and medicaid, we need more qualified aides. 
If workers were trained better and received a decent salary, 
we would get more people in the field with common sense. Also, 
because many elderly ^ impaired hearing, it is most important 
that aid< b speak English clearly, iMany home attendants have 
accents that can not be understood by their patients, /e 
believe having a home attendant with my father ia far tatter then 
placement in a nursing home. He is able to feel some self -worth, 
we are able to visit frequently and, in general, it is a better 
environment for people \vho ^o thru stages of depression. The 



one drawback is the uncertainty when he has to change aides. 
Some attendants are very competent, compassionate people while 
others lack common sense and Jadgeoant in many sitiiations that 
arise vh^le caring for the impaired. Once, when my father asked 
for a grill cheese sandwich, he v^as asked if he '^ranted it wdth 
bread* Some have frequently dropped my father because of their 
inproper training in transferring clients from bed to 'heelchais 

There should be more support groups in the community. Only 
people carir.^ for the impaired, elderly or e^nile can comprehend 
what others in the same sittiation are going thru. I have learned 
about services thru my support group and have mentally come to 
ems with my situation. The constant feelings of being torn 
between your feelings of responsibility toward your husband and 
children and toward your elderly relative leaves people tc-^ally 
drained and guilt-ridden. I have learned that I'm also a person 
with needs of my own and have a right to those feelings. One 
person can not stand alone and do it all. He all need help. 
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Chairman Miller. Ms. Lane. 

STATEMENT OP NANCY LANE, SODDY DAISY, TN 

Ms. Lank. I am Nancy Lane. My current family consists of 
myself, my mother and my sister and two small children. We are 
absent two members that we had seven years ago when my father 
originally had his heart attack and stroke. The heart attack and 
stroke left Dad a complete invalid. We originally placed him in a 
nursing home which they thought would be feasible at the time be- 
cause they told us Dad was gring to die. 

The first visit we made to my father 24 hours after he was ad- 
mitted, we found him naked, tied, wet and disoriented and this was 
a faculty that was charging us $1,100 a month up front. We took a 
trip to the Social Service Office and strong language and forceftil 
detennination brought about a state investigation. That investiga- 
tion did bring needed changer but by the same token, we were still 
staymg with him 24 hours a day. 

We were afraid to leave him. We couldn't face the pci»ibility 
that we would see him force-fed like we had seen people down the 
hall. Even though he was doomed to die, they told us that it was a 
matter of time. We decided to bring him home. We brought him 
home one day, my two-month premature son the next. We literally 
had two babies in the house. 

We had a situation where time was limited, we were told, but 
over the next two years, my father and my son became each other's 
world. They went through physical therapy together, which we 
found out from my father was a deadend situation. But those two 
years were the best two years my son had ever had in his life. This 
was a child that had minor handicaps as far as education and phys- 
ical abilities were concei^^ed, but they grew together. 

He brought my father back part of the way and my father took 
him even beyond that Those two years were not what we consid- 
ered mamtenance care, which is what a nursing home would have 
given him. They have been loving care we would never have had 
those two years that he stayed in that nursing home. 

It was a difficult situation, and at that time Dad was in a posi- 
tion where his finances helped provide the care and we live in a 
rural area and true enough, there are not a lot of support groups 
in that area. But the thing that is there is that our information 
system is pretty good. We managed to achieve the things at home 
that Dad needed to know. 

His ability to retain that information was low, but ours wasn't. 
We learned how to take cere of him at home. The only thing that 
we had was an occasional visit by a nurse to let us know that we 
were doing the right things. At the end of those two years when 
my dad died, his benefits died with him. It left my mother devas- 
tated, not iust the emotional loss, but the survivor's loss of benefits 
were imbelievable. 

She no longer had the free insurance that went thr^ igh his work 
pension. She wasn't old enough for Medicare^ but she had never 
worked. Her health was failing after two years of constant care for 
my father. And I was pregnant again with a seconu child, dealing 
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with the handicap of the first, and we literally had to stay together 
to survive. 

There were no options. We either pulled together or we failed. So 
a year and a half after my father died, I already had a second 
child, sick, not as sick as the first one, but again medical bills run- 
ning into hundreds of thousands of dollars. And my husband could 
not cope wilii the responsibility any longer. So he left. There 
wasn't any time for him. mother and my children came first. 
He couldn't share. He left, and his responsibility stopped and ours 
got worse. 

My sister was our only means of transportation. I have a visual 
problem that doesn't allcw me to drive, do she became my means 
of getting my Idds to tiierapists and to counselors and things that 
they needed. I had a little bcr^ that lost his grandfather and father 
within a matter of months. lie was devastated. C!ounseling was the 
only option that we had. 

We nad a local Head Start organization that makes a sweep 
every year of our communities, and during their sweep they found 
our family. Now their efforts to get my son into the program, their 
directions that he needed as far as nis edutational direction was 
concerned brought me to where I am today. They taught him how 
to nnile a^ain. He was diagnosed hsrperactive, attention span defi- 
cient, finding gross motor dysfunction. 

They told me he didn't have to stay that way. They gave me the 
directions to go to find the help he needed and made me aware of 
the rights that he had to receive tiiese things. True enough, my 
mother is still ambulatory, but barely. We can no longer leave her 
by herself for fear of her falling, hurting herself and not being able 
to ffet up. One of us is with her at all times. 

Nundng homes are not an option any longer. The first experi- 
ence was enough to tell us that there were no nursing homes that 
were fit to take them into because the supervision on this level is 
just unbelievable. The professionals are seen only at medicine 
checks end vitals checks, and the only people that you are in con- 
tact *vith are the aides. 

As in the situation with my father, I had an aunt who was a 
little bit financially set, and she gave the aides extra money to 
make sure that they were available. We can't do that with my 
mom. We managed to survive on state benefits because there is no 
private support. My husband just didn't leave physically. He left fi- 
nancially. 

Hlis financial desertion of us put us in a situation where if it 
were not for the state benefits, as far as my children were con- 
cerned, they wouldn't eat, they wouldn't have medical care and I 
have worked all my life until my kids were bom, but I can't afford 
to any longer. 

The benefits I lose when I go back to work means that my kids 
don't eat. They might receive their medical care, but I no longer 
receive mine and the medication alone I take a month reaches over 
$100. In our area that is a week's pav. That doesn't leave time for 
utilities, rent and the things that we nave to have. 

If there is anything that I can help the committee to understand, 
there are a lot of local organisations that teach you how to help 
yourself, support those programs that educate us, give us the direc- 
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tioM to go m and when we try to help ourselves, don't leave us on 
our own, don t take those benefits away that we have depended on 
tor so long, give us a period of time to get on our feet. 

Ut us become active mainstream citizens again so that we can 
contribute for a change and that we are not just dependent 

[Prepared statement of Nancy Lane follows:] 
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Priparid Statkiont op Nancy Lani, Soddy Daisy, TN 



I have long awaited the opDortunity to voice my opinions on these 
subjects. I orefer to call us a double dependent fanilv. The reason beino 
we deoend on the other for survival. 

I am so qratefui mv qreat qrandmother escaned from the "Trail of Tears". 
It enabled her to oass her couraqe on to help us ^'c^t our ficnt todav. 

The last several years have taught us to finht our nealt.. svstem, 
government aaencies, illness, divorce, and death, ^he first fiqht came when 
my father suffered a stroke some seven years aoo. The illness we could not 
'loht, onlv survive. "He nursim home thouah was another storv. !Jnlv twentv- 
four hours after admittance we found him tied, wet, nakea and disoriented. 
The fiQht with the facilitv that was charaim us SHOO. 00 ner month cost them 
much more. There wasn't enouah taoe or alue to out them back tonether and a 
state investigation brought chances needed by all. 

The facilitv was a private one. It was beautiful to see and hard to 
digest. The staff were all well-paid, trained professionals. Thev were seen 
onlv at medication time or vitals check. The cieanina staff :^nCi aids were nuch 
'^ore accessible, 'o insure nis needs were Tict, and auality care was oiven, 
a family member stayed with hin twentv-four hours a day. 

Being unable to feed himself would have found him starving had it not 
been for constant attention. We gave extra monev to the aids to prevent force 
feeding and keep them available when needed. 

Around the clpck family sitting convinced us, dying or not, home was 
where he belonged. So home he went. If pnly our society would oractice lovina 
care instead of maintenance care, the benefits would be incredible. We brought 
home my two month, premature spn and father within a dav of each other. My 
father did die, but only after two vears of lovino and fiahtino and growing 
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which we would never trade for a thino in this world. I trulv believe those 
two years we had would never have haooened in that nursing home. 

His death wasn't just an emotional loss for us, it nearlv devastated mv 
nother financially. The survivor loss of benefits were tremendous. No free 
insurance with full coveraqe, or oension, and onlv a oortion of the Social 
Security was all she had. So we Dulled toaethe-. With another baby on the 
way and a sick two-and-a-half year old already here, we loved hard and founht 
hard to keeo it together. 

I had a resDonsibilitv to mv own children and to nv mother as well. 
Grief drifted awa/ on the wind, for livino leaves little time to stand still. 
My husband had difficulty in realizinq everyone's ability to make it deoended 
on everyone staving together. So eiohteen months after mv father's death and 
a year to the day after the birth of a small, beautiful, but sick daughter was 
born, he left. The resoonsibil ity became so much and my time so divided he 
walked away. His resoonsibil ity decreased and our oroblems nrew. 

The next few months were some of the hardest of nv life, '^v son was 
naqnosed as hyoeractive and attention soan deficient, 'his cauoled with 
the loss of his father nearly destroyed a beautiful little boy. Trvina to 
cope with this almost beat me. 

Little boys and girls have to eat, need new clothes and shoes, so state 
aid came to our rescue. The provider agencies were my enemv as well as my 
salvation. I had always worked and been independent. Now I couldn't afford 
to. I didn't have the time or the benefits to spare. 

Then Head Start found us and a door finally ooened for us. In the 
beginning we were both shy about qoino. The strunqle had wrecked it's toll 
on us. I began to see hooe when the teacher coaxed smiles back into my son's 



32 



28 



eyes. They aave me a direction to reach for and I did. With their helo 
my son Gradually came off medication for the hyoeractlvitv and counseling 
with professionals gave us back our confidence. 

Head Start heloed us helD ourselves qrow. Thev orovided not onlv 
the educational direction for my son, but they "ave me a mao on how to 
qet there. Staff advised me on riahts and how to qet the services in the 
Public school system he needed. Our local Public mental health clinic heloed 
get the diaanosis to classifv him educational handicaooed. 

The one thina I didn't realize was that I had learned to finht within 
the system instead of against it. Within another year Head Start onened a 
door to me by election as Center Chairoerson. 

During the next school year my sister became involved also at the 
center level and my mother beaan heloing from home with anv oroject we 
brought home. The orooran not only helped boost our abilitv to nrovide 
things needed for our family but beaan to let us 9ive our own helo to 
others. 

This oast school vear found me as elected chairperson 'or the ^olicv 
Council, representing the whole program. As a direct result of :hese growino 
changes I am now in a Position to pass my success on bv hooefully testifying 
tc the Select Committee. 

To say that things have changed miraculously would be misleading, but 
there is hope. My exhusband is some $1?, 000. 00 behind in support oayments 
and millions of dollars behind in love and attention payments to our children. 
My mother's health isn't as good as it was and we stay close to home more 
than we did. We still barely make ends meet month to month. On the other hand 
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mv son has cut his resource time in half and is successfully mainstream 
educitiontlly, making good orades. My dauQhter is functionina on a level 
several months atwve her aoe orouo. The educational success is di recti v 
a fact of their Head Start exneriences. 

It would be nice if I could face ioinina the work force anain, but 
the loss of benefits and the comol i cations of child care and health care 
still make me and my familv dependent. Dependent on the aaencies orovidinn 
the necessary assistance for survival. 

If there are anv suggestions I nnht make, it would be to ^elo us helo 
ourselves. Look at levels of local and state suooort svs terns to recouo us to 
orivate supoort instead of oublic suooort. Find an incentive to those families 
to choose to he Id themsf»lves by tdkinq care of their own. Help those of us 
who want to succeed by suoportinq those local orograms who teach us how, but 



above all enable us to know that when we try and fail to helo ourselves that 
our qovernment will helo us, not penalize us for trvina. 
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Ms. MoRKLLA. I appreciate being able to come here to the Select 
Committee on C9iildren» Youths and Families on the important 
issue that I have already heard articulated by these very eloquent 
spokespeople. I am a member of the Select Committee on Aging, 
and we have been discussing and given considerable time to this 
whole concept of care-givers m our society. Truly, one of the great- 
est needs and challenges is what we have today at your heanng 
where we are talking about double-duty care-givers, these pt pie 
who have responsibility for caring both for children 9nd aging par- 
ents. 

I am pleased to have the opportunity to introduce to you the 
final member on this first panel, a gentleman who is a constituent 
of mine, James McEuen of Bethesda, Maryland. He has two chil- 
dren, aged five months and seven years and also has an aging 
mother who is in a nursing home. Thus he is trying to care for his 
children while at the same time taking care of his elderly mother. 

As his testimony will indicate, this is not a typical situation, but 
it is a very stressful one for all members of the family and is one 
shared by others in the country. His testimony andtine dilemmas 
facing the other witnesses today do represent many families in our 
coimtry. 

A number of legislative initiatives and proposals will be looked 
at by this committee and, Mr. Chairman, I look forward to working 
with the committee in any way that I can. Again, thank you for 
holding this hearing. 

Chairman MnxER. Mr. McEuen. 

STATEMENT OF JAMES E. McEUEN, BETHESDA, MD 

Mr. McEiTEN. Mr. Chairman, distinguished members of the 
Select Committee. 

I appear before vou today to share the painful experience of one 
family of the sandwich generation. I would like to thank you for 
the chance to make sense of this past year and to look up and 
think of the future as I ask each of you to do, to think of the ruture 
as I range over my prepared testimony, as I range over three gen- 
erations. 

I would like to thank Connie Morella. When my father died last 
St. Patrick's Day, 1987, I called the Office of Personnel Manage- 
ment. He was a retired civil servant. They told me it would take 
three months for me to get the forms to apply for his pension, the 
survivor's benefits for my mother, three months just to get the 
forms to apply. 

She had to m into a nursing home immediately, as soon as we 
could do it. What could I do? I called my Congresswoman, Mrs. 
Morella. She had one of her aides call on 0PM and we got the 
forms in three days. It got some kind of a bullet on the file and my 
mother, thank God, got her pension check, I think, within three 
months. During that time she exhausted all of my father's life in- 
surance benefits. 

That is one little side story. This is a Washington storv. It is a 
middle class stoir. We are lucky to have the resources we have, but 
we are not only lucky. We have worked hard for them for two gen- 
erations. Those resources are inadequate for me to put a patient in 
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a nuiBuig home. I am a bit ashamed that I would complain when 
my feUow witnesses are going through such an ordeal. We are 
gmng tiirough an ordeal, too, and it is not enough even with the 
U»-15 s pen^n tc pay a survivor's stay in a nursing home. 

Thefirst effect of the sandwich generation is the extreme isola- 
tion. We dipped into the well <rf our financial and inner resources, 
at tunes to find it not only dry, but also to feel its walls pressing 
close around us, alone and in Uie dark. Whatever legislative family 
care measures ypu consider, I think that the needTor informatirai 
18 raramount You must insure that this need is ameliorated for 
the beleaguered care-givers. 

hi 1987 in the nine months of human gestation we lost my father 
suddenly to a burst aortic aneurysm. We lost my wife's mother on 
June 3rd to cancer. On April 8, three weeks after my father's 
deato, we institutionalized my mother in a nursing home. At least 
tor ^ years my mother suffered from central nervous system dis- 
ease, a slow d^nerative iUness like multiple sclerosis that affects 
the motor functions and speech, and she also suffers from emotion- 
al problems that have led to periodic violence and attempted sui- 
cidj^ and for the past 15 years she has been wheel-chair bound. 
o^P^^niTi".? November ^, we gave birth to our second 
son. Thank God, both of our children are healthy. I don't know 
what we would have done if we had had disabled children. These 
eyente struck when our own full-time, twoK»reer, day-care life was 
already stretched perilously thin. 

the three generations. I was bom in this city, 
the eldest of four children and was raised in Silver Spring, Mary- 
land, m Montgomery County. My father was a GS-16 U.S. civil 
servant when he retired in 1973. After collie, marriage and my 
graduate degree, my wife and I returned to the Washington area 
and took beginning kbs in publishing here. 

We both are 40 this year, our 2Sh anniversary. As many of my 
generation have found, it took longer for us to get started. There 
was this article in the Reader's Digest that prices have gone up 400 
percent m the lart ten years. We delayed child-bearing for econom- 
'^«:'!?*S!"- }?^\ PUT nrat home. We couldn't even 

!?^S5i m°®****^o°°? ^ ^ "P »9- We had our first son on May 
7, 1981. We were 33 then. We needed two fiUl-time incomes plus 
r^ul^ supplemental firee-lance income to survive economically 

We unwovised day care for my first son. For my wife it was 18 
months of a combination of unpaid maternity leave and part-time 
work. My mother-in-law commuted regularly out of her own ex- 
pense from Red Bank, New Jersey, out of love for the first grand- 
chUd in the family. She speUed my wife for one day, actually two 
days when she went back to work part-time. 

For eight months of that 18 months, I spelled my wife for an- 
other day. I guess I am honored to be the only sort of eighties male 
caregiver here today, and I eat quiche whenever I can get it, 
Irankly. I was able, as a writer and editor, to take my work home 
and to care for my mfant son to give my wife the time to so back 
to work. 

After these 18 months, we found day care in our neighborhood. It 
was not through the Montgomery County licensed referral system, 
we tried that. The licensed home day car^vers were spread out. 
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Some of them seemed inadequate. We found it through our elemen- 
tary school. We were wonderfully pleased with our day caregiver. 

My eldest son was luclgr to be in an extended family day care 
situation. Tliat is what it was like for him. In 1984 I changed jobs. 
We moved and traded up, the same sort of thing that many in this 
area do. We then found rail-time day care for our son in a day care 
center that offered after school care in the elementary school in 
the neighborhood. It was the only day care center with busing ar- 
rangements to that elementary swool. 

we oould barely manage our higher mortgage and the child care 
costs. We scraped to refinance our mortgage to get some relief. My 
first son contmued in that dav care center until 1987 when my 
wife, after eifl^t years at her job quit so that she could care for my 
eldest and the new baby, also to keep up witii ibe mountainous pa- 
perwork it takes to manage our own family, help with settling my 
father's estate, help her own father get over tiie grief of losing his 
wife, and the incredible amount of paperwork to keep my mower's 
care going. 

In 1986 we learned of mv mother-in-law's cancer. We were trying 
to give care and solace to her and my father-in-law during her sur- 

Jeiy radiation therapy and her intense pain when my father sud- 
enly died. He collapsed trying to help my mother up in the bath- 
room where she had fallen as she fr^uently did in caring for an 
operable prolapsed uterus, as well as ouier disabilities. 

My father Imnded my mother the telephone and she called my 
sister. He collapsed a|^. My sister called an ambulance. Before I 
could get to the hospital, I had to pick up my son at day care and 
my wife downtown. My father was dead. 1 never got to say goodbye 
to him. 

We then had to immediately find some kind of care for my 
mother. We didn*t know where to turn. We tried through agencies 
in the phone book to get in-home registered nursing care for her at 
incredible expense— $200 a day or $250. I forget what. My mother 
scuttled the whole thing because she was afraid of strangers 
coming into the home for the ni^t shift. 

At mat time, at the same tune we were filing claims, finding 
lawyers, notaries to get the power of attorney for my mother and 
her renunciation of the executorship of my father s estate— she 
can't handle that kind of stuff and we don't want to have her de- 
clared incompetent and strip her of all dignity— we were comfort- 
ing my mother and working out rivalries among four children, ar- 
ranging fcr the funeral and burial, visiting nursing homes trying to 
locate onr' she could afford and that was clean and caring, all the 
while my mother-in-law was dying of cancer in New Jersey and my 
father-in-law was becoming dangerously depressed. We hired a 
social worker out of the insurance money, wnich paid off quickly, 
to help us with all of these arrangements. Her name is Barbara 
Kane. We read about her in Newsweek. She specializes in helping 
out-of-state families with parents in the Wasnington area to ar- 
range for care here. 

Her services have been invaluable. We found a nursing home for 
my mother, luckily one that was clean, small, home-like, church af- 
filiated, run by the Adventists, called Brook Grove, in Olney, Mary- 
land. Her government pension doesn't cover her expenses there. 
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She falls short abmit $275 a month. To make up for that shortfall 
we had to sell the house in Silver Spring. 

First we had to repair it It was m chaotic disrepair. Both of my 
parents were incontinent. The basement, the recreation room 
downstairs where I had watched TV as a child was piled to the ceil- 
ing with debris. They had rats. It was not a pretty scene. We bor- 
rowed money affainst the sale of the house, repaired it and finally 
sold the house this past January. 

That is all of my mother's assets for the rest of her life. We are 
trying to manage them well for her. One of the effects of being in 
this position of doing double^uty, of living in the middle of the 
sandwich, my wife and I have not yet properly mourned our lost 
parents. We haven't had time. We were repairing my mother's 
house and we have been managing her personal affairs instead. 

We finally found all the records to settle my father's estate. In 
effect* he died penniless. He hadn't paid his taxes for two years and 
all of hia money, 40 years work for this government, will go to the 
IRS for back taxes. My mother will get nothing of it. She paid for 
his funeral herself out of her limited personal funds. We have been 
paying bills for two households, and the time with my older son 
and care for the baby, with all that, we have little time for our- 
selves. 

Our marriage, thank God, is strong, and we grow together 
through tiiese changes. My mother calls at all hours for us to drive 
the 45 minutes to brinff her mouthwash and other incidentals not 

J provided in a nursing home. These are the facts of our daily life, 
ittte things that become big things because they are so constant. 

She wants us to take her out, to do her laundry. The laundry at 
the institution ruins her few good dresses. She has to see a gyne- 
cologist and ophthalmologist. There is no transport. I am running 
out of annual leave. I have to take annual leave to take her to the 
appomtments. The county runs a shuttle business, but they can 
only use it once a month for some bizarre reason. 

My wife has sacrificed her career for our children's welfare and 
our family s welfare. We have no financial Hsfegnard ourselves. I 
have foregone rapid career advancement because I don't have the 
time to put in the extra hours and get the extra education. My 
weekend time with my own kids is limited because of my mother^ 
needs in the nursing home. 

I will mention my last point. Our older son's last year of day 
care in 1987 was marred by the effects of an apathetic and negative 
primary caregiver. The center was fine. It had the climbers and the 
s^ng sets, but it didn't have a dedicated carMiver for my son. It 
affected his self-esteem severely. We considered going to tiee a psy- 
chologist. I didn't think it was possible for a four orfive-year-old to 
be severely depressed, as I had been Ming through all the changes 
that I had gone through, but this subjective kind of thing, a care- 
giver who sits and barks orders affects children. It affects them 
deeply. 

He had trouble in kindergarten because of it. This year out of 
day care he has blossomed. He has many fiiends, and he is self- 
oinfident and an excellent student, and he has been ill only once. 
He was ill constantly with strep throat before. It seemed that it 
was an antibiotic resistant strain. We would go through three dif- 
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ferent antibiotics before we could knock it outv He had head lice 
about every three weeks. The caregiver blamed him as being the 
lice carrier, a kind of typhoid Jonathan. It was endemic in the 
center. My wife was pr^ant and ehe couldn't use the lice sham- 
poo. These are little things, but they take their toll. 

We are fine now. We are stretched thin. We are coping. We are 
lucky to have the resources that we have. I would urge you to con- 
sider all families in this position regardless of income level We 
need in this country a safety net that will catch everyone, not the 
poor only, not only the middle class, not onW the afiHuent Every- 
one has children and everyone has parents. This society is brutal to 
the very young and the very old and it has to change. 

We are the baby-boom generation. I have educated myself on this 
issue. We have the numbers, folks. As soon as we wake up to this, 
as soon as my generation, brothers and sisters, go through this, 
they won't forget it. As soon as they realize iliat our society is in- 
adequate in giving the kind of assistance that we need for the 
American family to survive through the coming decades, I think 
they are going to vote this issue and vote it with overwhelming 
numbers. 

There are going to be some C€u*eers ended here, and new careers 
will begin. Thank you very much. 
[Prepared statement of James E. McEuen follows:] 
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Pbipakid STAittttNT OF Jaios McEutN. Bkmisda. MD 

Mr. Ch«ira«n, distinguished members of the Select Comnittee. I appear 
before you to share the experience of one family of the "Sandwich Gt ^eration"- 
« middle-class suburban, local family whose members have done the expected 
things to succeed but who have seen their productivity, creativity, and ex- 
pectations curtailed because of providing simultaneous child, infant, and 
elder care with little information or support. Whatever the legislative 
measures you will consider— and they must be incisive and far-reaching, to 
include, for example, uniform tax credits, employee leave, and quility stan- 
dards for family care; consolidation and improvement of coverage of Federal 
family-care programs and family-care assistance to the states; family-care 
incentives to private firms; even extension of universal public education down- 
ward to cover 3 year olds, and Medicare to cover long-term nursing care~-you 
must know that loneliness and lack of comprehensive information about family- 
care options are the first pressing effects of being "sandwiched." Ensure at 
least this care for the beleagured caregivers. 

At times we have dipped deep into the well of our financial and inner re- 
sources only to find it dry-more important, also to feel its w^lls pressing 
close around us. alone and in the dnrk. I stress faiaily care, for the needs 
of the very young and the very old are similar, as is their shocking, barbaric, 
dehumanizing neglect by our society. Some years ago it was said that national 
family-care policy vould destroy the American family. Preposterous bunk. It is 
precisely the lack of such comprehensive policy that threatens to destroy the 
American family now, to unravel slowly the central knot of our social fabric— 
a generation of children with tenuous self-concepts and attachments to basic 
social institutions in an environment of easy drugs and heightened global 
economic competition; a rapidly aging older generation that faces near certain 
impoverishment as its life expectancy increases. And I emphasize uniform measures 
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becaua* all fnillta with young child*' en or infim, aged parents need help, 
rcgardlMa of incove level. 

In 1987, in the 9 nonthe of human gestation, we loar my father suddenly, 
on Karch 1/, to a t^ptured aor .Ic aneurysm; we lost my wife's mother — oir own sole 
emotional caregiver-- on June 3 to lung caucer; on April 8 ve institutionalized my 
mother — who for at ' aat 25 years has suffered from central nervoua system dis- 
ease, a alov degenerative illneas like multiple sclerosis that affects motor 
function and speech, and from ^motional problems that have led to periodic violence 
aa well aa atte^>t«<l suicide, and who for the past 15 years haa been wheelchair- 
bound; and on November 23 ve gave birth to our second son. These major life events 
struck in succession when our own full- time, t«n>-career, daycare life was already 
stretched perilously thin. Let me describe our life before 1987, give additional 
descriptiCii of tait year, and conclude with the effects on my family. 

I waa bom in this city and raised in Silver Spring, Md. ; my f ati er was a 
GS-15 U.S. civil servant at his retirement in 1973. After college, marriage, and 
ay graduate degree, my wife and I returned to the area and took beginning Jobs in 
scholarly publiahing. We are both 40 ^Ma year, the year of our 20th anniversary. 
We delayed cbiiobearing for economic reasons. In 1981 we bought our first home, 
in Silver Spring, but v« could not afford my childhood neighborhood. When we were 
33 we hso 3ur f'^rst son, on Kay 7, 1981. We needed two full- time incomes, as well 
as regular free-lance work, to survive. We improvised childcare: 18 months of a 
combination of extended unpaid maternity leave and part- tine work for my wife; 
regular commuting from New Jersev for my late mother-in-^ , 8 months of one-day- 
a-week "paternity" work at home for me, during which time I also did massive over- 
tjjse assignments to make up my wife's lost income. After 18 months we found home 
daycare in our neighborhood — not through Montgomery County licens&J referrals, which 
we scxc. .*td, but through the local elementary school. Our caregiver, with vhom we 
were quite pleased, became licensed during the time we u$«d her services. 
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In 1984 I changed jobs to increase my saJary, and we moved to a more expensive 
neighborhood for its we 11- respect ad public schools. We found full-time daycare 
for our son at a daycare center that offered after-school care in, and busing to, 
our local elcaentary school. We c*, ild barely manage the higher mortgage and child- 
care costs, and we scraped to refinance our mortgage In 1986 to gain some relief. 
Our son continued in daycare until the birth of his brother last year, at which 
tine my wife resigned her position after 8 years with the same employer so that 
she could be the caregiver to our children as well as keep up with tl e mountainous 
paperwork required for my mother's care. We sacrificed 25-30 percent of our gross 
joint income, but that reduction became only 10-15 percent after we factored in 
double childcare and increased "marriage tax" and working expenses — a bargain, 
given the unquantifiable physical and psychological costs from the stress of four 
oaily schedules and doubled parental guilt. 

In 1986 we learned of my mother-in-law's cancer. We were trying to give care 
and solace to her and my father-ip-law as best we could during her surgery, rarllation, 
and pain when my father died. He collapsed trying to help my mother up from the bath- 
room floor where she had fallen — as she frequently did in caring for an inoperable 
prolapsed uterus — regained consciousness long enough to give my mother the telephone, 
then collapsed again. My mother called my sister, who came from work and called an 
afflbul«:nce. Here is an example of the tolls of "double duty": I was sick that day; 
before I could get to the hospital I had to pick my son up at daycare and then my 
wife at work downtown. My father was dead by the time I arrived; I never was able 
to tell him goodbye. Next, on the day of his funeral, we learned of my wife's pregnancy. 
Before my father was buried we had to find 24-hour superviseo care for my mother, 
who could not be left alone for even a few minutes. We anficipated this, as surely 
as we had been broken as a family by her emotional swings and violence over the years. 
At first we children took shifts. My mother at the last minute refused complex arrange- 
ments fo jrivate in-home nursing— incredibly expensive— for fear of strangers at 
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night. W« finally hired the Spsnish- speaking hoiisekeeper-companlon «nd her family 
to aove ln<— an unreliable at- J disruptive arrangement. At the same time we were filling 
out lnauranc« and pension claim forms, finding lawyers and notaries to obtain my 
mother's power of attorney and executorship of my father's estate, doing the daily 
shopping. Juggling b/ibysitting for our and my siblings' children, comforting my 
mother, working out old sibling rivalries, arranging the funeral and burial, and 
visiting nursing homes. All this at the same time my mother-in-law was dying and 
my father-in-law was becoming severely, dangerously depressed. 

We thought we would go mad. Luckily, out of the blue, I remembered a Newsweek 
article about a local |)rivate social worker, Barbara Kane, who helped out-of-town 
children care for their aged parents here. We hired her icmediately to help us 
stay sane and find affordable, Medicaid-certified nursing care. Her services have 
been invaluable. After my mothex was admitted to Brooke Grove Nut sing Home in Olney, 
Md. — a small, clean, church-affiliated, home-like, moderately priced nursing facility— 
we had to sell the family home to supplement her civil service annuity, which falls 
short of the monthly nursing hdae cost by about $275 a month, exrluding the social 
worker's fee. We borrowed $15,000 in a second trust against sale of the property 
to repair the chaotic neglect of my parents* last years there. We settled on the 
sale in January 1988. 

What is double duty — life in the sandwich — like now? My wife and I have not 
yet been able to mourn our lost parents and put our grief to rest properly— we had 
been repairing and selling my mother's house and managing her coiLplex finan^^ial 
affairs instead. We are still searching for records needed to close my father's 
estate. Paying bills for two households, time for my older son. and care for 
the baby leave little conjugal time for us. My mother seems set. ^d now but Is 
volatile and has had two incompatible roommates and enough friction with the staff 
to warrant a multi disciplinary conference. She calls at all hours for us to drive 
45 minutes to bring her mouthwash and the incidentals not provided in a nursing 
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hoM, to talra hmx out, to do her delicate laundry. When we both were working, 
it a child's illness that would auddenly wipe out our precisely orchestrated 
acbedules; ctm it la any specialized medical care for my mother. She must see a 
gynecologiat .nd opthalmolugist regularly, and I must take vacation leave to trans- 
port h.»r. My wife bao sacrificed the satisfactions and income from an established 
profea^ional career for our children's welfare. Her free-lanc. editorial buainesa 
has dried up, and with It our financial safeguard. I have sacrificed rapid career 
development becauae I must take frequent annual leave to attetd to my mother's 
needs and :apnot undertake necessary further academic training at night. I have 
delayed pursuing a promising parallel career in creative writing and had to resign 
a leadership role in my church, in which I have become inactive, are heavily 
in debt and cannot adequately save for our sons' college education. Any inheritance 
for the granochiidren from my parents' live- will likely have been used up by my 
mother's nurs..ng care. 

Our older son's last year in daycare. 1987, was marked by the effacts of an 
apathetic and uagative primary caregiver, by the center's financial and staffing 
difticultiea. by jiinor injuries from inadequate playground supervision, and by 
constant bouta with head lice and strep throat. He had behavioral difficulties 
in kindergarten serious enough for ua to consider taking him to a psychologist to 
help Improve his self-esteem. But this year, out of daycare, his self-confidence has 
blossomed, is an outstanding student, and he has been ill only once. Our 5-«cnth- 
old baby, cared for nt home by his mother, is thriving. We see the rightneas of our 
choices in the happy amlleb of our sons. With God's help .nd our own continuing 
strength, like them we too shall thrive. 

Thank you, Mr. Chairman and members of the Committee. 
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Chairman Miller. Thank you. 

Let me thank you for shearing your stories, if you will, with us. 
When I sit here and I listen to you, each of you has told a story 
and you have reflected all of the values that very often politicians 
give speeches about and we say we want in the American family. 
Values such as a sense of obligation, a sense of value for our par- 
ents and our childi^n, and maternal and paternal decisions about 
our children and about other mend>ers of our family that we say 
we want to see families exhibit and that we like to believe that we 
exhibit in our own lives. 

What is interesting, if you read each of your histori^, and as I 
listened to you, each of you has subsidized those values in a rather 
dramatic way with the loss of a job, the loss of a spouse, alienation 
of your children— and with your own well-being, which must in- 
clude incredible fatigue in terms of your daily feelings. What your 
testimony calls into quMtion is whether or not that is really cor- 
rect, whether that is really the way it should be. 

You know, we have information nere for the members which sug- 
gests that the average annual loss in income to families that 
engage in these kinds of activities is about $20,000 a year because 
peo^e are forced into dropping one source of employment or 
mcome. As Ms. Lane pointed out, you really don't have the option 
of going back to work and you worked every day until this crisis. 

Kealj^, that is a penny-wise, pound-foolish policy of the govern- 
ment. Mr. McEuen, you discussed your mother-in-law coming down 
to provide child care for you at a tremendous commuting distance 
and what that saved in terms of your family income, which kept 
the burden off of the government for a whole lot of services. That 
calls into question this mix of services that are needed for families, 
respite care so you can go out into the park and scream or not get 
angry at your children or you can spend time with your children 
away, or also just to have the luxury of taking a deep breath and 
thinUng this thing through with your spouse or your cl ildren or 
your parents. 

What that really means in terms of savings to us, since you obvi- 
ously are willing to take on this burden, is really quite remarkable. 
You reinforce the notion of family that we say we want. I question 
whether we have to make victims out of people in an effort to do 
that 

Let me ask you quickly, what would be the one service that you 
would think, and I know you obviously described a multiplicity of 
circumstances where different things were needed, but what would 
be the one service that ^ou really think would make the biggest 
difference in your daily life. 

Ms. Brady, you described a 24-hour day, where you are either 
there or on call m your residence. What about you, if you can 
speak up? 

Ms. Brady. I don't think that I could come up with one megor 
solution to all of the problems. Looking at it from the perspective 
of my son, my mother and m^ grandmother, some ki£)d of consoli- 
dation is nc dssary. Her care is, as I said. We are going Blue Cross/ 
Blue Shield, Medicaid, Medicare. Why isn't that just one thing? 

In my son's case, for me, for what we are goinc through, if there 
were some type of insurance policy that he could have that would 
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I'e are running out of insurance doUaiB and that 
only means more de/astation to mv family. That is the only thing 

evSmSreS" ^""^ workslS? 

thJ£ thir? ioT °^ that I have any suggestions, other than 
those that I made about helpmg us to help ourselves. We are a suc- 
S JV u"^ ?^ the word. We are not financiaUy set. It is 
sWl veiy difficult, but we have weathered the hardest part of it 

hmS^^^n^" ^''^ *° P"* ^^^^^ ^ « 

There ia time for each thing, for each member of the family, and 
«us has been an ongomg situation for seven years. I still have a 
JSH?K^^*f^^fe motfier, but she is reaching a pointTheJ Ufe 
^'fftten when I dealt with the Stiorwith my father 
SrH JS^* It wis to provide medications, the insurance, the ben- 
efits that are so tmy compared to the cost of the medical 

^ "Ck for three months. She is 
Sf' walk She is waiting for her medicare to take 
k?^*°^*''"°i'^*'^ 8oes to the doctor. She doesn't 
have the benefits together. You see too many fituations where you 
uJ^ir ^ °° survivor benefits, losses are unbe- 

A^J^ a younger geueration in that how I deal with my chil- 
dren. The options are there; the help is there. We are lucky in our 
^li^ Tu'f °^ good support through a lot of different orga- 
mzations that give us the directions to go. We are stiU veiy, v2^, 
^it^'^THi *° I^P'^ation, though. They^^ S: 

CTOMuig, and I hope when I reach that point, I am not going to 

5f?Llwr°"^ ''j ®^ ^ f t° medication, the mon^ to- 
tem- 1,?^"®? *J*f*°u','^t ^ °°t sure that public health sys- 
tems are designed to help those people. 

They sufferso much in terms of illness. That is what aging is. 

KTif^^*^ **f^P *»®lP t° prolong that life, but what 

^i^^ prolonging It if you need to go tc the doctor and you 

S^plwfi^i "^'a^ biggest problem, the health system^ in 

S,^ /u***i and benefits. That makes it difficult; That is 

°° the whole family. If you can provide that 
health cost, you have got everything else ficked. You have got your 
own support, your own love, llie health cost is what kills you 

Uiaiman Millbb. Deborah, from your perspertive? 
vnlri;rf^'^ Wabnock. I thmk the most im^wrtant thing that 
you have tc work on is keepmg the family together and close. If 
irr. support groups that help you let out your feelings 

so you can just worry about lovmg your whole family because once 
wnl.l'^liT; I* j'"* not even worth living because if I had to 
worry cbout takmg care of him or having my grandfather put in a 

ew^stey^Sw^"* tWnk I would want him to 

teiS"l„***''f *° .^^"t when you are older, who is going to 

^ 5 to be cared for with lo^ 

S^Ia^ .^ just gomg to be cared for. Maybe you won't ev^ 

Shat^l ''^^ ^ ^ j"^* 

erIc 



42 

Ms. Arlbsn Warnock. When I was originally taking care of my 
father and my sisters did it also» and thank God I had someone to 
share that with, but» I think at that time» I think it would have 
been a great idea if I had an hour, one hour out of 24 hours just to 
be able to walk around the block and say I have no responsibilities 
at this moment. 

But now that he is on medicaid and we constantly oversee it, it is 
in our minds and constantly an emotional strain that we have to 
overlook what the aides are doing. 

If I could kno#f, there was someone capable for him, that would 
be the most important thing. 

Mr. McEuEN. I remendber the complete lack of information of op- 
tions. What I would want would be some kind of centralized, maybe 
computerized* comprehensive family care clearinghouse, a family 
care network that was advertised, funded to the states, so there 
would be one in every county. Call it a familv care network. You 
have trouble. You call them, and they would nave a social worker 
and an administrator who would know about all the options and 
programs. They would have a l^al aide and they would nave some- 
one maybe who knew the health system. So in one place, whether 
the family crisis was with our parent's generation or with our own 
children, you would know right away and you would go to this one 
place and they would tell you what all the support arrangements 
might be. 

They would have lists of the nursing homes and day care centers 
and you wouldn't have to spend the days on the phone, not hours, 
days, trying to make all these arrangements, I thmk that is what I 
would want. 

Mr. Coats. Mr. Chairman, I really don't have any questions. 

I want to thank the panelists for appearing this morning and 
sharing their stories with us. 

You represent millions of people in this country and across the 
world that have been trying to deal with the age old problem that 
has been with mankind as long as mankind has been in existence, 
and that is caring for one another and the family, the difficulties of 
doing that, and what support mi^ht be available. 

I thank you for your contributions. 

Chairman Miller. Mr. Durbin? 

Mr. DimBiN. I have to concur with the chairman's conclusion 
that what we have heard in testimony this morning suggests that 
there are an awful lot of unheralded heroic acts going on day-to- 
day. Thank you for coming in today and giving us your experiences 
and perhaps reminding some of us who feel that we are under pres- 
sure that we aren't even close. 

One of the things that I find curious is the continuing suggestion 
that nursing home care is so inadequate; that so many peoiSe who 
have been through this experience with their elderly parents or 
relatives come away from it saying this is not even a good place to 
go and die, let alone to consider living. 

Most of that is the subiect of state regulation. We have tried at 
the federal level to establish some minimum standards through 
Medicare, but has any one of you found a nursing home facility in 
your communities that is the exception? Is it so expensive that it is 
prohibitive? 



47- 



43 



Mr. McEuEN. It is not— it is midway. 

I mean my mother could not afford some of the better ones, 
jetter m terms of equipment and activities and aU of that sort of 
thmg. We found a amall church affiliated nursing home in Okey, 

ftf&?Vwif* ^T^^:^^^""^ Ho^e- It « affiliated with 
the Seventh Day Adventist Church, which has a long tradition of 

^^IQn^n mS? * '^^^ * ^^^^ °^ ho^tals in 

They manage their facility as if it were a home, someone's home, 
and they care about the people. It is an individual kind of care, i 
mean the person doesn't become a slab of meat however incompe- 
tent they nught be. 

Mr. DuRMN. If I might interrupt a second. My mother is about 
80 years old. I am listemng very closely to what you are saying. I 
am told m many of these nursing homes, that after a period offive 
or SIX weeks that a person can become so dependent on nursing 
home services that there is no independ-int living left, no decirio^ 
making, no mvolvement >^ ^m^tu 

fa the example you ar« 'lescribing different? 

Mr. McEuBN. My motn^ j 

Chairman MiLLEE. The students who came in, you are more than 
welcome m here. 
Piscussion held off the record.] 

Mr. McEuKN. My mother's situation is double^ed. She is alert 
enough to know what is going on. Her movement is the problem. 
She can t manage. Her ailment is a deterioration of the insulation 
ot the nerves. The nerves short-circuit, and that is the problem. We 
have tried to— we have hired u social worker, a private social 
worker that cares for her and helps her write lettera at our own 
expense. 

* P'SS"® and beUeve me, that is a 

worthwhile expense. She is calling constantly. It keeps her active. 




eu«>* > -I ™ • t " a juu or im oui taxes or anytning. 
Short of stnppmg her of her last (Dgnity, this is the arran^menJ. 
J^A J2^™1 An alternative such as home health care doesn't 
sound practical m her situation. 

Mr. McEuEN. We found tht ? was too much variety, too much 
mcompetence in car. ,4vers, the people coming in. 

M ■ Sf'S™" People coming into your home, 
prole are iSfeiJ^" '^^ t"*^^' some people are good and some 

l^?^ mistaken, but it strikes me that home 
health care could be, m the right circumstance, more effective: and 
as you described, more ideal. 

Mr. McEuEN. My experience with both ends of the aides spec- 
trum IS that, with a eood care giver, home day care is ideal. It is 
Uke an extended family. It was great for my son. His problem start- 
ed when he got mto an institutional day care center; the same, I 
think, for the elderly. If you can arrange it— we couldn't— but thev 
made too much money for medicaid. 

It would have to be private care nurses coming in or private 
nurses from agencies and they are like temporary agencies. So 
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there is constant turn-around and they are allegedly bonded but 
you have nc contrc!. The other thing is to try to hire a long-term 
person as you would^ you know, a housekeeper or something, y,hom 

Eou coidd trust and you would have the one-on-one. But you know, 
ow do you findpeople like that? 
Mr. Dubbin. Tnank you very much. 
Chairman Miller. Mrs. Boggs? 

Mrs. BoGGS. Thank vou very much, Mr. Chairman. I suppose 
that the care of the elderly, to m<?, is enlightened self-interest. In 
the care, home care institutional home care, I have had a long ex- 
perience. I encied up being the only child of four women, all of 
them had been mpxried at least twice, and I went through a great 
deal of caring for them in my own home, and also then eventually 
having to have some of them go to nursing homes, if you will, that 
situation. 

I think that, as you have discovered, thai with the Seventh Day 
Adventists that when you have a care center that is run b;' very 



best possible kind of independent living, loving care and where 
th^ make the people who are there take some responsibility a 
voluntajry way and to care for each other as well, so that I agree 
very much with your assessment of that kind of home care. 

Let me ask vou, in the home situations, I don't know if you have 
experienced this, but they have found in England^ for instance, 
that the incidents of young people resenting the care that their 
parents have to sive to elderly grandparents has caused a great 
deal of family violence in that regard, so much so that they call it 
"Gram-slaming." 
Have you had any experience in this regard. 
Mrs. Arlein Warnock. Just in my experience and my sisters 
who have ch'^dren, too, I found it made them be^ f-r people. They 
definitely felt axiilly for the fact that they wanted their immediate 
parent home, but they realized where the responsibilities were. I 
think they are more aware of the needs of the elderly now. Even 
my son, when my fattier first had the stroke, I think he was 15 or 
16. Pe went to the hospital and he learned fix)m the therapist how 
to transfer. If I need help getting him and out of the car, he would 
be there to help me where my husband wasn't. 

Some people can't cope with a stroke patient. My 16-year-old was 
the person instead of my husband who helps me in those mat>rf;. I 
found that my nieces are also much more caring people. I found 
the opposite happened. 

Ms. Lane. So did 1. 1 don't have children that are geared to that 
age myself, but I have three older brothers. This is a situation 
where we were talking about the women being responsible ^or the 
care. It usucJly happeiUi that way, but I have older nieces and 
nephews and they would come and learn how to take the blood 

Eressure and vitals and they would spell my mom for a couple 
ours on Sunday morning and we would all go to chui sh. 
If I had to take the kids to the doctor, I would have an older 
niece anJ nephew sit with them. They learned what living was 
about. I don't see that situation, and ours is not a unique situation. 
I Imow a lot of famUies like ours. And the second or third genera- 
tion, better still, is learning that this type of care given at home is 
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much prefenyble to shuttling them off to a nursing home, and let's 
forget them and make our Sunday visits. They learn the different 
style of life. 

Mrs. BoGOS. I thank all of you very much and I think that this 
committee has tried to become a clearinghouse and certainly the 
suggestion of having some central clearinghouse fo** services, types 
of services help that is needed, is a very valid one. 

I do believe that what you are doing and what this committee 
has done and the witnesses who have come here previous to your 
visit have so highlighted the problem that we now find, for in- 
stance, the New York Times of last Sunday, where they have the 
world and they have the nation, the nation, the whole page is de- 
voted to care, to child care, to the care of persons who need it in 
family settings and institutional settings. 

To elevate the problems feuasociated with the needs, to that kind 
of public scrutiny is really a very valuable service. We thank you 
very much for doing that. 

Mr. WORTLEY. Thank you, Mr. Chairman. 

Firbt of all, I would Uke to ask unanimous consent to enter wto 
the record an opening statement. I don't think there is anything 
more beautiful than ramily love and certainly adversity brings us 
all closer together. Stress sometimes just d^ut reaches the break- 
ing point. We have had a few experiences of our own. I couldn't 
help but notice your comment when you installed the telephone in 
your grand-parent's home. I have been through that one. 

i can tell you a few tales. But I don't want to be philosophical 
about it. Maybe I am being philosophical. Do you think there has 
been any r^eeming value in the experience that some of your 
younger ones have gone through by observing what you are living 
through. 

Do you think ihat experience has been a favorable one, and as 
Congresswoman Boggs mentions the experience in England and 
sometimes the separation of families, the younger ones become 
alienated because of the care and attention being given to the older 
ones. 

Have any of you found that sort of thing or do you feel that this 
experience is bringing the younger ones, adapting them better to 
the realities of life? Has it been a good experience or poor experi- 
ence for them? 

PmPABID STATUfXNT OF HoN. GlOKGK C. WoRTUCY A RXPRISINTATIVI IN CONOEUB 
FkOll THl aTATK or NlW YoKK 

Mr. Ch airman, I commend you for holding this hearing today. It is most timely as 
CongreM oonaiders child care and long-term care legislauon. 

^ ^ unique position as I have the honor of serving on the Select Committee 
on Children, Youth, and Families and the Select Committee on Aging. While both 
committees have examined ways to bring relief to parents seeking adequate child 
care, and adult children caring for their elderly parents— little attention has been 
given to tiiose adults who are truly "sandwiched-in." These people care for both the 
olr and the young at the same time. We are long overdue in focussing attention on 
this special group. 

^ Consider the following situation of one family in my district: A husband and wife 
m their sixties, retired with plans to travel during their "golden years" have the 
wife s 92.year-old mother and 98-year^ld aunt living in their home. In addition are 
Uie couple s son, his wife and their two children. This couple is truly sandwiched-in 
by two seniors, two j'oung adults and two grandchildren. The "golden years" for this 
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c ouple meana Iml^ttiiig the grandchildrai and freqpent viaito to the doctor for the 
eMarlj relattvea 

Thia owple k alwduteiy remarkable in their ttamina and ability to keep up with 
the needs of their fiunily. But like others, they need a breaki Senior adult day care 
IS duficult to find for fins^e seniorB aUd qustlity child care is costly. The problem 
could be further ezaoeihated if the ooupie was stiU working. It would be ahnost un- 
affordable to hire outside care on a daily basis. 

Where can tibis couple turn for relief? I look forward to hearing from the wit- 
nesses today. Each wjtoess is an ezperi--either from a pn^flsional education or 
hands^n experience. This should be a most informative hearing. 

Mr. McEuBN. I will comment on my 7*year-old son. He has had 
the double whammy. He has become deposed royalty because he 
has a brother five months old getting attention, and he has been 
watching me leave on Saturdav or Sunday for a good part of the 
day to spend time with my mother in the nursing home. 

I think he is resentful. He has come to think of my mother, his 
grandmother as a selfish individual. Certainly she is selfish, but 
she is also ill. Some of these demands are real demands. I tiy to 
meet them because I love her and because I try to maintain what 
digmty she has left. I did overiiear him talking to one of his friends 
and he said, "You know, grandma L an alien/^ it is a great title for 
a song, but I don't know all that he means hy that. 

I think there is an important word. He feels alienated. I try to 
make him learn from this as any father would. I try to tell him 
that we all have limitations and fliat things aren't like they are in 
the Saturday morning caitoons. 

Mr. WoRTLBT. Some day father will be in the same situation as 
grandmother. 

Mr. McEuBN. I am here out of my own enlightened self-interest, 
too. We are the baby-boom generation and when we age and we hit 
that health care qrstem, it ip going to shred iif things aren't done to 
"nprow it. Yes, I found some resentment. It is manageable so far. 

Mr. WoRTLBY. Anybody else found resentment? 

Ms. Arlbbn Warkock. I think more so than the younger child 
who wasn't even two yet, when he had to share his mother. A little 
bit with the teenagers, but as i said, I think they have learned 
from It. By the same token, even the little one will say, "Oh, Mom, 
do we have to visit Papa today?" That night if he is doing drawing 
or whate er, I will say, "That is nice." He'll say, "I think I will 
give It to Papa." It is two-fold there. 

He knows that I have an obligation and he resents it whenever 
he would be out playing ball in the park. Then I think he knows 
the love that is involved there. So it is sort of two-sided. 

Ms. Lanb. I haveti't run across this situation. I brought two 
babies home at one time— my father and my son. And my son liter- 
allv fought tooth and nail the day mv father died. He was 2 years 
old, but he felt the loss that intensely. That was a big part of his 
life. The situation when we tell our children, "do as I say, not as I 
do, in this situation they do as you do. 

They see the love and caring from their parents going that direc- 
tion and inadvertently time is short. It always is, but children 
learn to share and it comes back. You are teaching your children, 
m a sense, what you would like for them to be able to do in your 
situation, if you reach that point. I haven't run across that, not at 
all. 
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Ms. BfiADY. I haven't either. My family has pulled together. I 
found that we have pulled together. We are a family. Wc love each 
other dearly. We have always BpetA a great deal of time twether. 
And our plans, our future plans, as I had explained, were to keep 
the family together. I see where my 92-vear-old grandmother is 
givmg my 3-yearK)ld a severely impaired child, as much love as she 
could possibly ^ve hun and he in turn has blossomed for her. 

So I believe m the family, and as this lady said, you leain whai, 
your fanuly teacb^s you and my famUy has taught me that the 
tamUy is a very strong unit and you try to stay together, you stick 
together as much as you can* 

Mr. WoRTLKY. You are very wonderful people. God bless you and 
thank you for vour efforts. 

Qiainnan BfoxER. Let me ask you a question. What do you oav 
for home health providers? 

Ms. Brady. It is going through third party health insurance at 
this pomt. XX you try to hire people on your own, it is extraordinari- 
ly difficult, first of all, and second of all, the expense is astronomi- 
cal. 

Chairman Millki. Such as? 
^ Ms. Brady. If vo'i go for a nurse, an R.N., to work in your home, 
m my neck of the ^^oods, if you go the agency route, it is $32 an 
hour. The agency /jets half of that. If you hire a nurse on your own, 
the nurse gets $18 an hour. It is my understanding that recently 
that amount has gone up to $21 an hour for a licensed professional 
to work m your home. 

. There has got to be something in the middle, something has to be 
m the middle. 

Chamnan Miller. So, on the basis on which you need it, it is not 
available? 

life. Brady. At present through third party health insurance. 
Chairman Miller. WUl that continue for some period of time 
or 

B&. Brady. No, it is not. We are almost exhausted. 

Chairman Mhxer. What would happen then? 

Ms. Brady. Then we would have to turn to the medicaid system 
tor Mathew. What that means, with the medicaid system, my un- 
derstanding is that parental income has to stay within certain 
guidelmes in order for Mathew to get that medicaid, his health cov- 
erage, all of his health expenses covered. I don't know what we are 
^^^^r^^ . explored it with DSS, and we have spoken, 
and bKIP has been very wonderful in trying to help us. SKIP can 
help us 

Chairman Miller. SKIP is the organization. 

Mb. Brady. Margaret MikoU is the person who has been helping 
my family more so. She really understands, 
thh^^"^^^ Miller. So your family has to become poorer, you 

Ms. Brady. Yes. Yes. 

giainnan Miller. You do I't know to what extent, though? 

Ms. Brady. I don t know what the amount of money is that a 
laroily of three is allowed to earn within those guidelines. 

Chairman Miller. It is an all or nothing proposition, as vou un- 
derstand it. 
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Ms. Brady. This is true. 

Ch ai rm a n Millkr. I am not that familiar with the entire thing. 

Ms. Brady. Yes. I institutionalize mv son in order for him to get 
what he needs because I--or I keep him home and go for broke. 
Iliat is t»robabIy what we are going to do because we can't see in- 
stitutionalizing him. He needs to be with his family. It has done 
him a world (» good. 

Chairman Mhur. So you don't know the means by which, if 
anv, he woukl be elisible for home health care? 

Ms ^RAOY. Only through the medicaid system. 

Chaurman Miller. Provided you give up some income or assets 
or whatever. 

Ms. Brady. We have given up a lot. 

Chairman Millsr. I understand that, but apparently what you 
are saying is, I will have to check this out, you will be required to 
give up even more income or assets and there is not even a sliding 
scale. 

Ms. Brady. I can't see how I would be able to pay for our mort- 
gage and all the thin^ that people usually pay for in life and still 
remain within guidelines so that you can live a relatively normal 
life but also be able to maintain your cLUd at home. 

Chairman MnxKR. Debbie, in terms of your personal experiences, 
I understand you may have had some prwlems at school in terms 
of people understanding what you were going through. 

Is that accurate? 

Ms. DiBBiK Warnock. I go to Catholic school. I always thoiwht 
that a Catholic school was supposed to care n.ore than a public 
school. Everybody was supposed to care and love everytiiing. 

When I was a freshman, nw mother did not live at home. She 
lived with my grandfather. My guidance counselor said to me, "I 
forgot, your mother doesn't live with you, she doesn't care about 
you. ' 

Chairman Miller. She was living with your grandfather, who 
was ill? 
Ms. DraaiE Warnock. Yes. 

She said that to me, and I had thought it was a great school. I 
was shocked she would say something like that. 

How could you say your motherooesn't care about you because 
she doesn't live with you, when she is needed somewhere else? 

Chairman Miller. Mr. HoUoway. 

Mr. Holix)way. I have no questions. Thank you. 

Chairman Miller. Thank you very much for your testimony and 
for sharing this with the committee. 

Over the next montii or so, the Congress is going to be debating 
two huge issues. One is catastrophic health care and the other is 
long-term health care, both for children and the elderly. I e;:cect 
that certainly the long-term health care debate will probably move 
the health care issue further along in this country than it has been 
in the last 20 years. 

I think there is growing recognition in the Congress— maybe it is 
because there is a growing number of baby boomers^f the sand- 
wich generation, where we are looking through both ends of the 
telescope. It is putting pressure on our constituents. Without de- 
stroying the strength you have shown in terms of maintaining your 
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fiamilies, we i:iust also be sure we don't destroy the families by 
overburdening you with stress which is way beyond your caring ca- 
pacity, and the capacity of the rest of the members of your family. 

You may want to watch those debates. I think they are going to 
be politically very significant in terms of this whole health care 
and caregiving debate over the next couple of years. This is the 
starting point, if you will, in terms of what I think will be a roar- 
ing national debate, as families confront the inadequacies of the 
current situation, as we find fewer and fewer people who are in a 
positicm to subsidize the cara of the family because they must work, 
and meet other responsibilities. 

Thank you. I think you re«dly have been v^, very helpful. I ap- 
preciate your time end what you are doing. Thank you very, very 
much. 

The next panel the committee will hear from will be composed of 
Susan Komolatt, a member of the Board of Directors of Family 
Survival Project, and a gerontology at the University of California 
at San Francisco; Dr. Kenneth G. Johoson, Director of ^e National 
Interfaith Volunteer Caregivers Program, and Adjunct Professor of 
Community Medicine at the Mount Sinai School of Medicine; 
Elaine M. Brody, Associate Director of Research at the Philadel- 
phia Geriatric Center; J. Knox Singleton, Chairman of the Volun- 
teer Development Committee, Fairfax County Commission on 
Aging; Dorothy Frances, Friendly Visitor, Retiree Service Denart- 
ment, International Ladies' Garment Workers Union in New York; 
and Al Nestor, Director of the Franconia Family Therapy Center 
in Alexandria. 

STATEMENT OF SUSAN KORNBLATT, MEMBER, BOARD OF DIREC- 
TORS, FALHLY SURVIVAL PROJECT, AND GERONTOLOGIST, 
UNIVERSITY OF CALIFORNIA, SAN FRANCISCO, OA 

Ms. KoRNBLATi*. I am Susan Komblatt. I am a membe/ of the 
Board of Directors of the Family Survival Proiect, FSP, headquar- 
tered in San Francisco, California. ProfessionaUy I am a gerontolo- 
gist at the L^niversity of California, San Francisco. 

I am particularly delighted to be here today because Chairman 
Miller is one of our members from the San Freuicisco Bay area, one 
whom we love and respect. 

I joined the Family Sumval Project board a year ago as a con- 
sumer member. My stepfather has both Alzheimer's a.d Parkin- 
son's diseases. My mother works full-time. Although I do not have 
children, both of my siblings do. As a result, all of the burden of 
care for my stepfather has fallen on my mother and myself. 

Across the United States millions of adults each year fall victim 
to brain damage from an array of illnesses and con iitions, such as 
Alzheimer's disease, stroke, head injury, Parkinsor s and Hunting- 
ton's diseases, loss of oxygen and brain tumors. And each year the 
families of these victims are faced with the heavy task of caring for 
loved ones who can no longer care for themselves. 

For some it means juggling work, carep^ving and other family re- 
sponsibilities. For others it means ouittmg a job to care. For 
still others it means contemplating nelp from a service agency for 
the first time. 



ERLC 



54 



Individuals with dementing disorders are among the most diffi- 
cult to care for. Personality changes, bizarre behavioi*s and the 
years of constant care reauired hit hard on the family. Car^>^*rs 
frequently carry the burden alone and come to a service agency 
only after great pain and hardship. 

As one adult daughter, caring for her mother, an Alzheimer's 
victUD» described her situation, ^'The steps of watching an Alzhei- 
mer's patient slowly deteriorate— a brilliant professional woman 
who can no longer walk, talk or do most things to help hersdf—are 
very painful. You think you are coping and then you have a heart 
attack. I had a coronary three years ago from stress." 

Family Survival Project was founded over a decade ago by a task 
force of citizens alarmed at the San Francisco Bay area's lack of 
resources for brain-impaired adults and their families. The task 
force was formed in response to a San Francisco woman who could 
find no help for her husband, a victim of Alzheimer's disease. ^ ^ 

When FSP wai3 established, there was no other organization in 
the country to address the problems of brain-impaired adults and, 
equally important, those of their families. Since 1976, therefore, we 
have operated on two levels: one, to provide direct ^ ^rvices and pro 
gram development in the greater San Francisco Bay area; and, two, 
to conduct public awareness and social policy development wherev- 
er such attention is needed. 

After developingmodel legislation and pilot programs, the found- 
ers incorporated FSP in 1980 as a nonprofit community agency d> 
signed to meet the most basic and frequently cited needs of family 
caregivers, including r^neral information, respite from caregiving, 
emotional suppc t, le? :l and financial information and advice, and 
direct care of the patii?nt. 

In 1984 landmark legislation-chapter 1658, 19^ Statutes— was 
passed in California to establish a statewide system of Regional Re- 
source Centers modeled after FSP's innovative service model, 
^hich I wili describe shortly. Seven resource centers currently 
exist in the state and four more will begin operation in June 1988. 

With the passage of this law, FSP also undertook a new role: to 
serve as the statewide resources consultant to the State of Califor- 
nia to help plan and set up new resource centers; to conduct train- 
ing, education and social policy research; to operate a statewide 
clearinghouse on brain disorders and caregiving; and to develop a 
coordinated respouse to the needs of this population. 

This law made California the first state in the nation to act upon 
the se ''ere inadequacy of assistance and long-term care for this ne- 
glected population. Equally important, the law addressed a new sig- 
nificant client: the family or caregiver responsible for the often 24- 
hour needs of a brain-impaired adult. 

Each year FSP serves over 2,500 new families and caregivers. 
Most— 75 percent— are female, between the ages of 36 to 64—56 
percent. One-third are adult daughters caring for an elderly 
parent. Many of them also have children at home— "women in the 
middle. ' About one in three are working ca agivers, jugglinc^ ca- 
reers, car^ving responsibilities and other family demands. 

One 42-year-old woman caring for her father, a dementia m, 
described her situation . lainly, "I find my health suffered, aiio my 
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nerves. It's a very difficult job caring for a loved one, knowing they 
will nev^r get better." 
What services do families need? 

The number one need is for basic information to link the care> 
^ver with needed services. More often than not, the average family 
IS unaware of services available in the community and how to 
access them. Families need information on how and where to get 
help, what the implications of a diagnosis are, and costs and bur- 
dens they are likely to face. Resource information is needed not 
only at diagnosis, but throughout tihe oftentimes long years of care- 
givmg. 

Families need emotional support. Family support services are of 
vital help. Services include plt^^^ning and problem solving, counsel- 
ing and support groups. 

Uare^vers need relief. Studies show it doesn't have to be much, 
but it should be periodic, easy to obtain and continual. It should be 
available all through the caregiving process, not just at the last 
second when the patient is in dire need or the caregiver is near ex- 
haustion. Respite care specifically addr^»3s the needs of the care- 
giver. Respite, or temporary relief away from the car^ving role, is 
a crucial service to ease the burden of constant care. Respite can be 
provided in the home, in an i Mt daycare setting, by temporary 
placement of the patient in a facility for a weekend, or a combina- 
tion of these options. 

The respite program at FSP and California's other regional re- 
source centers has been cost effective both in terms of helping fam- 
ilies and in providing a lower cost alternative iriStitutional place- 
ment. In 1987 the average monthly state cost per family client was 
$221. Three out of four families contributed to the cost of respite 
care. On the average, caregivers received nine hours respite per 
week. 

Services should also be developed to conserve family resources. 
Early intervention is crucial to avoid having a family exhaust all 
its resources to provide long-term ca^e. Le^^I and financial infor- 
mation and ad\ice should be provide! by k. 'wledgeable attorneys 
to help families plan for long-term care and resolve complex legal 
issues. FSP contracts with attorneys to provide one hour of free 
legal consultation to help family caregivers. 

The last megor service component is training and education. 
Families need infonnation about how to give care, to develop skills 
in managing unfamiliar behaviors and to learn more about the 
long-term effects of brain disorders. 

We have learned that together these services prolong the fami- 
ly'u ability to care at home for their relative. By providing needed 
information and support, families are given the means to make in- 
formed decisions about continued care. Without such assistance, 
families soon become isolated, depressed, impoverished, and in 
some instances physically ill, leaving two patients instead of one. 

In 1986 FSP decided to take a closer look at our family clients 
who are both caregivers and employed outside the home. A summa- 
ry of all the findings has been given to the committee members. I 
would like to highlight some striking points. 

These caregivers spend as much time at work as thoy do provid- 
ing care— 35 nours average on the job and another 35 hours aver- 
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age providing care. Three-fourths are women, and typically they 
are adult daughti'irs or daughters-in-law, many with children at 
home. 22 percent of those who are not employed had quit their jobs 
to give care. 

As Chairman Miller previously pointed out, they estimated their 
lost income as over $20,000 a year. They have spent an average of 
18 hours a day giving care, which is obviously more than most 
people spend on a job. 

Chie of the 49-year-old daiighters in the study described her life 
after quitting her job to care for her parents, one with Parkinson's 
and another with a stroke, '^he past couple of years I have been 
essentially full-time at providing and supervising their care. It is 
lonely and devastating to watch the total deterioration of my par- 
ents.^' 

Many adult daughters who quit their jobs want to return to 
work— two-thirds. 

One 42-year-old woman working and caring for her mother said, 
"If I did not have a flexible job, I would be fired by now. Between 
my kids trying to get attention and my mom's needs, I feel like a 
nervous breakdown waiting to happen.' 

In conclusion, we need to develop a long-term care policy at state 
and national levels which incorporates support for the families. We 
must see famiiies as part of the patient treatmait unit» to develop 
policies and programs for family-based services. 

Over a decade ago the public mas generally unaware of long-term 
consequence? of the onset of brain damage. The California law is 
making significant progress in helping families with the enormous 
burdens that many of us &ce. 

We stand by and are ready to work with you in developing and 
extending the family service model. 

Thank you. 

Chairman Millbr. Than!: you. 

[Prepared statement of Susan Komblatt follows:] 
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PsBPARiD 9r athunt of Susan Koenblatt, Meiibxe of thi Boabd of Dikiciobb of 
THi Familt Suevival Pftojicr (FSP), San Fkanciboo, CA 

OttlzM WUme, OonittM mmbtn «nd otter intaMM pmora hum tohv- ^ 
rmm im aaan Rocnblatt. ,1mm Miter of tte Board of Dixvcton of tha fmlXy 
aitvival FEojact (IBP), haadqjai-taiad in an Ftandaoo, caiifbmia. FrotaaimUy, 
I « a garortfn logl a t at tte Chivmlty of caiitania, San Ftandaoo. 

I joinad FnUy Siavlval Rrrrjact'a Board ana ymr ago m a mmin Mf 

■tapfatliar has Altfaaiaar's and Mdnon'a ilaiMM. 1^ aottiar woria fUU-^tiaa. 
Although I do not harva chlldm, Mh ^ aiblinsi da. Aa a xaault, aU of tha burdn 
of cara for m at^ifathar haa ftdlm on wthar wfa^t. 

tooaa tha ttiitad Stataa ailllona of adolta aoch yaar fiU vlctia to tandn 
danaga txm an array of niTM aaaa and oondltionB mjA as Alzhalnar** dlaaaaa, attoki, 
haad injury, Faridnaon's and Hoitlngton** diMaw, loaa of oKygm, aM brain tuna. 
And aacti yaar, tha tm^lim of thaaa vicAiaa ara ftead with tha haavy tawk of caring 
for lo^ onaa ite> oan no loigar can ftar th— aluaa 

ftoc ana, it aaana juwUnj wca*, caxagiving and othar -aaUy raaporaibUitiaa. 
For othars, it aaana qudtting a job to giva oara. Far atiU ottera, it mtum 
oont«5)l«ting halp fkoi a aacvioa agvcy for tha flr«t tiM. 

nviivixiials with daMntingr diaoidan are marq tha noat difficult to cara fOr. 

Itowiality chmgw; bitarra bahavloca, and tha ymtxm of coratont cara raquizad hit 

hard on tha ftiaUy. (^ngivacA ftaqumtly carry tha bunkn alona ocadrg to a aandoa 

agmcy only aftar graat pain and hanMiip. Aa ona adult (tau^itar, caring for hv 

nother, an AlEhalwr'a victia, daacrlLul her aituation: 

•nhe stapa of untching an Alzheiar^r's patlarit alowly dBtariorato — a 
brilliant proftesional wcaan who can no longer waUc, taUc or do most 
things to help herself, are very painful. You thlrtc you are "coping" and 
then yoi have a heart attadc. . .1 had a ooronaiy three years ago frxn 



RanUy aavival Ptoject (.^) was founded over a decade ago by a taak force of 
citizens alarmad at the San Irancisoo Bay Area** lade of resources fbr brain- 
iipaized adkats and their faadliaa. iha task fdroe was fbcsed in reaporae to a San 
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Ftancifloo fKMBn ite> could find no halp tar hnr lu^aofd, a vlctiB of AIztMiaar's 

WMn FSP VBS MtabliiM, tfeara wm no oOmt oiganlzatlcn in the oountty to 
addnM tte iittIiIm of l3ra.^n-i^«irid adults, and aqually important, thooa of thilr 
fMiliaa. 8ino8 1976, timmSojn, \m hfltw cp tat ad on tuo Xvvals: arm, to pcovlda 
diract aarvioH and fKogam davvlipMnt in tha gEvaitar :;afi nanclaao Bay Araa; «d 
tuD, to .sondoct public lar lanaaa a A aodal policy dai>a1i'i— it ^ttrtmme mch 
attanticn is nMdad. 

Aftar davaloplng Kxlal laglalatifln and piTot pnogrwa, the foundera inxcpocatad 
FSP in 1980 aa a non-profit, ocBMiity agvicy deai/^vd to aaet tha aoat baaic and 
ftaquMitly dtad naada of fanily oaxagivani, including: 1) gieral JnfigaBtifiD? 2) 
ra^ta trtm cam iivlnai 3) m^JODtlUmBBAt 4) ]ty>i »na f^r»w^i»^ infemmt-Arm jwrf 
AdKifii; and 5) di»t± cm at <^ "Itlgt 

In 1964, lanuntfc Idgislaticn (Qia|itar 1658, 1984 Statutaa) mm maaad in 
Cal'lfGcnia to aatabUA a atatawida ayrttfi of Ragicnal n M umm Ovrtari andilad aftar 
FSP'a imMttiva aervioa aodal lAiich I %rUl ilaari itia ihartly. Sevan laaoutcK ontara 
cuitantly aodat in tha atata; fdur aoca will begin operation in JVna, 1988. Mith tha 
paaaaua of thia lav, FSP alao wdartoolL a new rbla: tn aarva aa ti\B **StataHida 
n ae uun- ae Oonaultant" to tha State of caiifbxnia to help plan and eat if> new l aa oui.u e 
oontarar oonduct training, aduoatiGn and aocial policy laaeim h; operate a atatawlde 
clearing^Kuee on brain dia uidei a and caragiving; and develop a ooocdinated iiaapi'wtae 
to tha needa of thin ^-wpulatlan. 

Ohia low aeda Callfdmi^ the firat state in the nation to act 'lie eevere 
inadequacy of aaalstanoe and long-taxm care for this neglected pcpulatiai. Bgually 
iiportant, the lav mill wnx\ a nev aignificant client: the family or caktegivar 
r eepcfwihle fdr the often 24-hour neette or a btain-iipairad adult. 

Each year, fSl' aervee cw«ar 2,500 mr families and caragivacv. Moat (75%) ara 
fMoala, betMsn the ages of 36 to 64 (56%) . me^third are adult dau^tbars oaring fdr 
an elderly pamt. Many of tha alco have children at hcne — **uQnfln in the middle**. 
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MxMt cm in tliVM m wMMsiq cangriwn, jugpgOlng oavtm, Cbwgivlng 
ri^paaitalUtlM and oCtMr tally dmmOm, 42-y«ai>cdd wn caring for 
tette, a dMnfcla viMm, dKcrUsad her aituatioi plainly: "i fM haalth 
mitttelng an£ racvaa. It«a a vary difficult job caring tac a lovad Gna, kncwin? 
ttMy'U naw gat battac*. 

Ilia Mate Oia nMd ia fbr laaalc T»fr~»*^ to liitfc tte caiagivar with 
naadid aarviow. Mm oCtvi than not, tha ovaraga fnily la naajara of aarvioaa 
rmilabla in tha ooauiity and hov to aocaaa thai, tailiaa naad infimtion on: 
bow and «twra to 9^: halp, Oatt Urn i^aioaUona of a diaynaia aia, am costa and 
fcurdma ttwy axa lUoaly to tab. n M ouiu i intaaaticn is naadKl not only at 
dia^ jaia, hut thiauq^uut tha oftan tiaaa long yaaia of caraglving. 

tailiaa nMd MoUcnal ainxstt. *>""y -TrTTt lirvlCM ara of vital halp. 
Satvioia includa planing atd {xobLw-aolving, oomaling, and m^iport gnai^a. 

C^ngtvara nMd raliaf. stuUaa itear it doaan't tiam to ha mxh, bit it ^nUd 
ha pviodic, aaay to obtain, and oontiiual. It Aould br availiftila all thra^b tht 
OBzagiving lauiaaa, not juat at tim laat aaoond itav tha patiant ia in dixa nMd cr 
tha caiaglws: ia mar aodnuatlcn. nwiltl I III! ifiacif «caUy mtliwiaiMj the nMdto of 
tha cazagivar. M^^ta — or tofxaaty raliaf away fna tte catagiving xole — is a 
anicial aandoa to aaaa tha kuntan of oonatant can. RMpita can ba pcovldtd in tha 
hna, in an aAat dny cara aatting, iy t^pan^y rlaraaant. of tha patiant in a 
ffedUty for a waakand, or a oci*>inBtion of tfaeaa option. 

lha mpita progzaa at FSP and Califocnla's other regioml xaaourxx oaitatB has 
been coat-af factive both in tame of helping farailloa and in pttTi^ding a lowar cost 
altemativa to institutional pla-^oent. In 1987, the average Monthly state cost per 
f*Uy client ws ^221. Ihrea out of four faadliea oontributad to tte coat of xaapite 
oara. On ava..age, catagivara raoeivad nine houra of zaspite per week. 

Sarvicaa ahoild also ba davalqpad to ocnaetva faadly Eeeources. Early 
Intarvwitioi is cxucial to avoid having a faadly adaust all its raaouztxa to provide 
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Imrwlitnaiiia attomys to telp fitH— plan tor Iflngrtaon can and rMolw ooqilax 
lagtl iMUM. ISP ujnli«ut» with attcoMys to pcovlda cm huo: of ttm legal 
ocnMltation to balp fwily oavagivm. 

iha last wjor mcvIo* tA^miit ia trairdm « nrt mAit^i^. rmllim naad 
infOcBBtian stait hov to giva ^m, to dmlop aldlla In aanaglng uifaBillar 
bahavion, «id to laaxn Bora about tte Ions tu afCacba of brain dlaocdara. 

Ha hava laamad that, togatfaar, tliaaa aocvtoaa pKolGng tte teily'a iri3ility to 
cara at bona fat tbair lalativa. By pnvlding naadad inteMation and aivport, 
faailiaa axa givn tha BMna to aaka intaaad dadaiona about acntlnied caia. 
Without auch aaaiatanoa, faniliaa aoon baoca» iaolatad, d^saaaed, ii^ovariuhBd, and 
in aoaa inat an oaa, phyaioally ill, laaving two patlanta inataad of ona. 



in 1986, F5P Uiddfld to ta^n a cloear looX at our faaily diaits «dbo nxa both 
oazagivan aid a^loyad aibaidb tha hoaa. 0^ trmda Mm d^-T»<^ qmifft M> ttM 

*• ttTt nf TF^ n>»^ii«»w thoaa aoat likaly to -xstUac a btain i^aixMt auch 
aa kitt ' Va di aa w aa cr atrote, and tha AnfluK of " tti Iftfn fnmit axa 

bagimiiQ to taka thair toll. HGann ara laea avallabla rm tnditicnal ui^id 
caiagivan. Aa thaaa trenda ooitiiiia the naad tac caragivara will ginw and mora 
caragivaca will alao ba vortean.. 

With tha help of tha Pallowahlp Fkogxaa of tha Gattntological Sociaty of 
ABsrica, ftndad by the Acbdniattation on Aging, FSP onkicted a study of 284 R&y Area 
caragiverB. In the intetaat of tonvity a awBBry of the study findings haa bean 
given to Oonadttae veeters, and additional infOcnaticn can be prcvlded iqpcn request. 
I would, however lite to highliq^ acne of the more striking findings. Wozldng 
caregivers of brain-iiqpairjd adults spend as much time at work as they do providing 
uwe, that ia an average of 34 houra/Wa^ ci. the job; and 35 houTH/waek providing 
care. Nearly thiae-fourtha of worldng caiegivers are wcaen, typically the adult 
dau^itaca and daug^itara-ln-low uf tha patient, one in four alao have at laest one 
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child at toon. 

nnrtartuD pKomA of tfaa ncA ^la^ amgivnm gait tlwlr jofas to glvii our*. 

llHy MtiMbid tlMdr lost Iikom to l» $20,400 • ymt. And tbiy wpmA an avmga €«f 

Iff IWUTi ■ ^ 9iving am, oonalcteahly won tSm Ximn ttMy wouU qp«d voeIcIt^ at a 

jcb. or» 4»'yMZ^^ dw^te in tlia study dMcribad bar lite aftar goittin? to cara 

for both har pamba, ona a victia of Mdnaon'a rttiiMi, tte othv of atrttet 

**1hi paat ooi^ of ymxm I hava ba«i aaantiaUy fUll-^tiaa at pcovidin? 
and aqp«viai]i9 thair cara. . .It ia lonaly and davMtating to vatch tba 
total dabariocation of v pannta." 

Ita>-ttii2da of tha adolt dauc^tea ite> did quit wntad to latum to mdc. A 43- 

yaai>^ mam carin? to har wtiOmr mmmA it q> auacinctly: 

"If I didn't hava a fl«dbla job, l*d ba fixad by new. Da tMawi kidhi 
try^iT^ to attmtion and a^- aca'a nMda, i fael like a nesvm 
braakdOHn waiting to b^ppm". 

Na claarly nttd to davalcp a icpg^tmrm oaia policy, at both tte atata and 
national lavala, which inxcpoKataa -ifffft fnr ft^iiy Ha m.at aaa faiUiM m 
part of tha patimt tia ata a i<> unit and davalop policte aid tituyiuM tar tmHy- 
baaed aarvioM. 

Qianglng dnognphica aia cauaing macm and aoca faaiUaa to ba touctel by 
deaenting illncs aaa and othar diaordaca Oildi laquiza longH»3i oua. mem and me, 
caragiving prctolm aia dixactly affactlng aach ona of iv. It has beccDB a paraonal 
ism. And a panonal laaua will drlva ua to act. 

Ovar a dacada ago, idien PSP waa fonaad, tha public wm gararaUy uiauaza of the 
long-taiB oonaaqounoos of adult-cnaat brain daDiage. Califbmia*8 lankaiic law is 
naking signifloant pro g i xia a in halping families deal with the anoaiDcus bucderw they 
face as caregivera. He stand ready to work with you to extend this service nodel. 

behalf of the Boaid of Dinctoara of Faaily Su. rival Project I thank you for 
the hcrar and privU<9ge of testifying before yoa todE^. 



62 



58 



A RESEARCH SUMMAMYFfOM 
FAMILY SURVTVAL PROJECT 



OVERWORKED, 



UNDERESHMAIED 5Sti^: 
IHE EMPLOYED Ss^Hs?""^ 

A yM«% Jots fcer fRodiCF^vlxH s^'d Mm 

1 An hlvl VrK 

VIUVl^VPl T fll^deoalwc But comUti'l ShchosioteW 

IlllirXlij Ac fojniDCfconu/^ school and Jm's moA^ 
^ ^ wmierejf or ietwcAe stove on. Jim's moch^ 




17Mk year iIk FtMily SnrviviJ Project Tor Brate- 
•C4)a«apMl Adnlt* is Saa Praadcoo helpc thootaack 
of Cndljr careincr^ A pofaag auariier (now 1 in 3) are 
fike Barbara — jmgfiog caruiviag for a brauMiiipancd 

rdstirc otbtr £a:2;r ffrTBrnft; asd csp!s>-scs:. 
Barbara it rahtiiU) luck/ for her fanily caa afford to 
hire help danag the work day aad the has act had to 
qaHherjob. 



Aa the popvhNica ages, the tacideace y brata daiBa|e 
la adoks ti mcreatiaf. It is rstfaaated that ooe baStf m 
tour win be tooched by tKs pmbleai. Oaset aiay be 
slow, as with Ahkeiaier's disease *Qd other related 
dtaifntiaf ui whidi coaivsioB aad meawry loa precede 
total dediae of laeaial faaclioesi^ aad eveataal km of 
physical heakh. Or braia daai^ caa occur saddealy, 
wi^ an iajary, iafectioa, stroke or kxs of rqqffea. Braia* 
impaired patieau oAea (or eveatnally) oeod years of 24- 
*toar care or sapervisioa. Carefmag aiiy ealail aiaaag - 
iag uie padeafs difficak behavior aad chaafcd per- 
soaafity. Oae wooiaa lerved by the Faaiih Survival 
Project has cared for her 50-year-dd daufater more 
thaa 30 years ~ siace an autooiobUe acodeat left her 
bram-damaged, unable to feed or dress herself or be on 
her own more than briefly 



Tbe Faauly Snrvival Project's service* aad sctivitiri 
support carqiivers who theaiseh«s become victiau of 
the phyiical, emotiooal aad fiaaaoal coasequences of 
braia daaiafe Most oAea these caregivers are niddle- 
aged or oner woaiea caring at home for aa okler aiale 
dl i aNcd by a draifnting iUaeu or a stroke But cbeau 
raage ia age from 18 up aad thetr relatives' daorders 
stem from all sorts of causes, inclwi.ng accxtcntai bead 
iajory, bnua tumor aad Parbasoa's disuse 



TW Faauly Survival Project has takea a dose ioak at 
the impact oe tu ctieats of the dual role of caregivu^ 
aad employaieat Two deaiographic treads uadersoore 
the urgeacy of tUs issue for the ageac/s dieaicle and 
for the aatioo. The first - iacreastag k)qgevity - reveaU 
aa absolute aad pcoportioaal growih in the oklest s-^- 
meat of the population, those 85 aad okfer Thu group 
is oBost likely to safier bram impairment from causes 
;udi as Ahhnmrr's disease aad stroke. Secood, the 
dramauc •nflaz of vramea lato the labor force reduces 
the availabilit) oi ib^ tradkioaal mqiaid caregiver. Put- 
tvg the two together sqggBaC: *hat the actd far careglv- 
tag wUI graw aad mort ta ie g l ws wiii sSsm he workers. 
Pressures oa both carcyvers aad the work|rfaoe aiv zvrc 
toawnal 



With the help of the Fellowship Program in Applied 
Gerontology of the Gerontological Sooety of America, 
the Faauly Survival Prqiect conducted a study of 
eaqjloyed caregivers ia the Summer of 1986. Under (he 
dtreaion of Robert Ennght, Jr., Ph D , of the Untversiiy 
of Witconsaa at Steven's Point, the study was deseed to 
answer such questions as Who are the employed 
caregivers of braia-impaired adults'' How do employed 
caregivers differ from those who do not boM jobs? 
What IS the social and psychological unpact of ^mag 
care aad working outside the home'' What is the uapact 
of car^iviog or empk^ymeaf 
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The Stud , 's Focus 



T^z Ftmify Snmvtl Project's ttudy forncs o« 284 
priwry cvcfivm ithe San FraKiMo Bqr Arer 143 
eMplojml, 141 Mt TriMfy cwegim' bm ihe 
fRMM rctpoMaiilicy for ewe but are aoi pud to 
pioiwfe thai cart; m 'eaployed* caregiver hu a payii« 
jobootiidelhelKMe. The itndy looks fint at the mvp 
as a wiMie (ail 284), thea at the differeaces and 
iUMn beiweai tmfkfftd aod aot-oaployed 
41 caitpvcrt. 

Study partidpails are aOdieau of the Fanily Swival 
Pft)jea, choieo by the folomng piocess: (1) all Bay 
Area dieats (me than 3,000 fooMlies) wm icot a brief 
prc-smr, <2) •■ eaployBd primary caregiven and an 
eqval amiber of aoi-eflBployed reiurmng ihe pre-survey 
were seat a 5«Mteffi qaestKMuiaire, (3) those who 
returaeif these qaesiMaaatres nade up the sample of 



Who Are The Caregivers? 

The 284 primary caregiven are much like it Family 
Survival Profect's total client popolaUon: pred mmantly 
middle-«fed, middle-moomc women, living aiooe wilb 
thetr bram-impaircd relative. 

• Their average age is 59. vci some are as young as 22 
ind others as old as 87 

• Their median household income (1986) is $31,;;6: 
their personal mcome $15,000 

• Ticy are mainly wives (35%), daughters (22%) and 
mothers (10%) of the patiems, but some are hus- 
bands (19%), sisters, brothers, grandchUdi^n, aunts, 
more distant relatives and friends. 

• More than three-fifths (62%) live wiib the patient 
Most (57%) have no other adull in the household 



Caregiving u hard on them and they don't rccen-? 
much help 

• Most (61%) aro canng for relatives with dememia 

• Their patienU range in age from 18 to 93, with the 
average, 67. Many wander (48^), cannot be left 
alone (78%), awaken the caregiver at n«ht (77%) 
and are stubborn or combative (84%). Tvra-thirds 
need help ir bathe or take roedtcatioas, three-fifths 
cannot dreu iheauelves. half cannot go to the 
bathroom alone and ooe-third need help to eat. 



• They have been providmg care an averMC of five 
3rcan. 59 hours a week, wtb 28 hours paid help nvl 
leas tnan two hours bdp from other km outside the 
patient's hfHisfhold. 

• Many frequently feel tired (59%), are muiltf leaae or 
anxio*^ (42%) aad feel quite burdeaed (46%). 

• Oae-fii'^ havr not had a vacation m five years. 



"1 find my heaUh suffering and my 
nerves,"* says a 42'yem'fM dcn^liter 

coWng /trr her father who has dementia. 
''It's every diffiadt job cannf for aloved 

onefknawtngthey'UneveT§etbetter,..'* 



How Do Employed Caregivers Differ 
From Tne Not'Empioyedr 

While the two groups of caregivtrs have much in com- 
mon, for example, three "burths of each group are 
women anc* most (89%) are white, there are many dif- 
ferences. Compared to the noi-employcd caregiver, the 
\ employed is youager, more aflhient. slightly better eUu- 
cated. more likely to be unmarried and leu liketv to be 
Ifvtt^ wuh the patient 



• Then average age is 52, versos 05 for the not- 
employed. 

• Their median family mcome is $39^. much higher 
than the not-employtd's S23,700. 

• They have one more year of education (15 versus 14 
years) 

• Three times as many are divorced or separated (12% 
versus 4%) or never-mamed (13% versus 4%) 

• The ^^mpioyed tt-ud to be aduh daaghters and sons of 
the patient, the not-emfrfoyed, wives or husbands. 

• They are much more likely to place their relative m a 
I nursing home or other care facility (39% versus 23%). 
I Half hve with their brain-unpaued relative, versus 

three-fourths of caregivers without jobs 

I • The employed have, on the aven^, 16 hoars per 
i week more help (36 versus 20 hours). 
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ci^ilojfod cirafMn ik mi cwcrapc of Mdvc 
tkM the MM*cBplo)«dL they hm been 
■evijr ai kMg (44 venoi 5 J yean) 
Mtoe M likely to care for a vKlin of bead 



10%). For both |roiipi» mt arc 
with Abhciner's dweaar or other 



Thoae in the workplaoe lead to ewe 
the not CMptoy c d tead to caie for 



easplofed 



TWn Is abo a |reai ^iKnkf 
ctn^Htn. Half ire profesHoaali aa 
fiowth are darkal wortcrt aad the rraiaiarfrr laks 
ea ifloy tca (15%) aod oafU or lervioe iPorlBen (11%). 
Nearly half work part'liaw; with oae-iitth working nore 
lhaa 40 hoiin weekly aad ooe-ihird workiaf a fUMiiae 
4i^lNMrweek. Their avcniie work week is 34 hoan. 



Esch week the aveiaie employed caitpva speads 
awre liaw fiva« care (35 bows) than at her job. If the 
patient is ia the caregiver's hoaie, mocb aiore lime is ia- 
volved: these eaiploycd caregivera give more thaa 47 
horn of care weekly. 



What Is The Impact Of Caregiving 
On The Employee? 



Aa employee f cip oai ii l f for providiag care to a brain- 
uqMired relaUva can re«cl in a variety of ways depend- 
ing upon the patient's aeeds aad resideace» the amooni 
of support received from knih and fiirads, and the 
aaMwnt of income available to Iwe help. Mou (72%) 
say working makea canag for their relative easier 



"UbrUng fives me an oudtt,** soyi thi 
SJ^yeoT'cid %^ of an Akhemer'i victim. 
"Vm more patietU because I Ve had umt 
away. Wniiing u satisfaction and wy 
c^Mwrkers are very supportwe." 



The eutpmi who fare the best cootinuc to work 
more than 40 hoars a week aad can afford substantial u- 
home kelp, aduk day care, or aursii^ home care for 
their relatives. On the other band, an employed 
caffcgpver who most work to make ends meet has a very 
urernM p r f di famct A caregiver with a severely im- 
paired pmient m the home loses tune at work, decreases 
the hoars nmkcd or qmu if adeijuaie outside help cas- 
Bol be afforded 



» More than half thoae employed half-tiaM or more 
report missing time at work due to caregm^g respon- 
sibiUlies. Thqr ams aa a«cratc of awre thaa a day a 
^(93 hows). 



. Nearly three-fUkha of aU those eaaployed report 
tinmt working slon4y due to their ca rq p v in g 



» Over half employBa 20 bows or fewer say 
caaaed them to redooe their bom. 



» One-fifth (22%) of the nd- emp toy e d have qail their 
jobs to provide care falMime. If they liw wkfa the 
patient, they now nend an awemge of 12S hours per 

' §(17.5 hours a day). 




IVe stndy rtveab this profile of the 9-5er who is the 
backbone of American enterprise. She holds on to her 
4aboar-a-wBek job as Vmg as she can b rcan her fiaau- 
ly depends on the inooom. As the patient's comBtinn 
wonens, she loses tiaK from work and in crra a ci her 
level of stress as comprting drmands take their tol. 
Eveatnally she has to reduce her boon and her salanT' 
She does aoi quit naiil she has to, bat may have to 
change jobs. 



**lUftteachingtotakeai€hmthiU3d3bU 
hours, but also sacrificed stdarf" 



Eiplama the 59-year-old caregnfer wife of a man who 
had a stroke. If her relative tnen requves contm n ons 
care, she must qwt for her family canaol afford to pay 
for adequate help. She then spends aB her waking hoars 
aa a caregiver. 

Not surprising, caregivers who quit or reduce their 
hours drastically have the highest levels of atress. They 
abo have relatives wkh the moat severe behavioral 
problems (awakening them at aight, waadcrin|, requir- 
mg coostaat supervisioo). When they quit, Iheu annual 
income loss is ^bout S2Q,400 each (1906) aad they lose 
mudi more A 53-year-old woman caring for her hus- 
band with Alzheimer's disease sums it qr. 



"It is not easy; I sure uouU Uke to go 
bock to (M»rk . Some days it drives me fittts 
to Slay at home. I don't get enough 
exercise and get tired doing thmgs... 
Somehow I lost my friends...'* 
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V" ♦ Can Employers Do? 

(hm Ike empkiyeei cope with cara« far i 

fmdy dinUed tdMive are good, teaioQcd woriKn 
•tekave^MnyeanoTiemceiolkeircaployen. Hey 
wtiy be leaior ■aamen or iwntf'jFBar boQkfceqxn. 
Tie jwrhkm cKi wenm ill job da gificHMai. Wkal 
iMd b« doM to hc^ tkew worken? 

^jg if d fa woMtffir iphi ttat the pritlw oMi 
to ataait ivify wwftplMS. ItKafwri are now bcyih 
to Mniqr their ovlofeee to find o« bow aMjr «e 
canfim nd whit Ihck Mdi are Tiiejr aie fad^ 
Ihtf M aaqr M OK k five of their eaployees over 30 
ytm of «|e it CMim ior older ictalivc Aad that 
r fio jm wBtdkOpbrntn rehctat to thwe mdk a 
'pcnoMT ia«e with npenmi, oca if their work nrf. 
Cm So» luA aiMMd: that eaployee who is iMg the 
(ekpboM aaoenndy at work aod has matrn^ trndi- 
acu, na irhe dri c d da>r off or abactcciai may be a 
carepver who aeedi support aad owlentMdi^ 

SeoMMi pa ri ia ca li j aad imnrntumj prwMc lafor. 
■■ilaa abaal caa^Maaity wiu a im that can auiit 
carcfivm: how care, adak day care, kfal advice, sap- 
pott piapa, Haaacial assiMaaoe. aid ia fiadh« ap> 
prapriale i w aiia a hoaM or other reaadealhl cm 
(acSties. Fcaaly Sumval fnjitei fiads that caitfimt' 
ptma aeed is for iafoiMioa aboat the caases of 
braia daMate. the adhods of Ireatacai aad the reaoar- 
GCf that caa be tapped for care. Aa aaaaal 'cmepvrr 
\mr am featare sack iainrnijiioa where the caregim 
works. 

Tkird, wart tagrthcr afth caauaaatty af^iMiiaas. 
Aa iacreasiag Donber of health aad social service 9^- 
aes are oKkmg plaa^ung assntaaa* for loag term care 
i:; and oat of the bone, aad other fanly support ser- 
vices such as respae care, ooaaseliai, aad traiaisy 
pn^graott. Faauiy Survival Project and sa other rcgiaaal 
rcsoaroe centers ia Cafifomia oflcr maay of these ser- 
vices for faaiUy caregivers aad caa edend the servioef 'o 
employer-referred faaiilies. 



Foaith, if it is posnble. aaaUa the eaniH^ filijai 
ta a#Hl Hi ar bar aarii arhiiili F^ly Sarvnal 
ProjecTs stady skoaa that careivim waal to keep wvRk. 
iqt >Ki that those who aoih me thM haV-tMe bat 
ieaa thaa MMmc are less at rcssod. Achievi^ a briMoe 
beca^ea aasrfc aad cangpviac re^naaftihtiea is cracial to 
the «r1-beim of the cs^^, the My Md the fbv 
that waau to rctaia vriaabie c^ilayces. 

Faatty, m i i a ni i a t aa adeqaate f«Bily anaae k key 
to oonim with the daal «Ofh<aregiv^ role. Iherefore 
eaiployersaeed to caasMv ahMa la baasOl iteas to 
help the la r i p as ia g aaaber of e aploy cc K ar c f iv tis par- 
chase hoae care, adak day care aad aors^ hoac care, 
aad to aMow ikem to eara eaeaded. paid caregivi^ 



How Can Family Survival Project 
Be Of Help: 

Technical asiistaace a avaitaUe to ooaipaaies fron 
Family Survival Project. Foaaded 11 years ^ Faady 
Sorvival Proiect was the first a im a a mu tj tw ^mmn^ 
the oouatiy created to assist fiwiTus aad caregivcts of 

biaia dMorders that are aoqaired ia adidl yMri. Tkeor- 
passatiaa kas twice spoasored saocessful kaalalioa ia 
CaBfonua to ettablisb aew propaa» br tiraia iiapairrd 
adoks and tkeir faauBes. Naamoas otker otpaizatioas 
have been helped by ine Faaaly Survival Profect to 
devetop services. 

Today, Fanuly Survival Profecl operates a six-coanty 
regioaal resoaroe center ta the San Fraaasco Bay Area 
providiag infonaatioo aad referral, faaulv suppon ser- 
vices sack as ooaasekm aad respae care, cuanaamty 
cdacatioa aad techaical ssststaact, aad asthr State of 
Califaraia's Stitewide Resoarces ^'^^^T^{ oa brain im- 
pahrmeau and caregiver assistaao e . Family Survival 
Proiect operates an informatioo deariiwboase and is 
belpiag to naplemeb: a statewide system oMemces. 



Family 
Survival 
Project 



Rttourcf C*n*«r for fnmlHts 
of braHv4«m«g«<| adult* 

For more in^omuuum abtmi tht 
Emfrfovrd CarrfHifr SimJv and serwcti. conioct 
FomiN Suniwil Proferi. 44 n«f Sircfi. Suite 600. 
Son Fmnfuco. CA 9410Z. 626-6556 or m 
Caii/Dmia ivilfttr (800i 445-8106 



86-514 0 -88-3 
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FAMILY SURVIVAL PROJECT 

ANNUAL REPORT 
OF THE STATEWIDE RESOURCES CONSULTANT 

PROGRAMS FOR 8RAIN-IHPAIRED ADULTS 
AND THEIR FAMILIES 
1987 



EXECUTIVE SUMMARY 

The enactment of Chapter 1658 in 1984 established statewide and 
regionally- based services for families and caregivers of adults stricken with 
brain impairment after age 18, This landmark law made California the first 
state in the nation to act u^n the severe inadequacy of assistance and 
long-term care for victims of progressive or Irreversible brain donage or 
disease. Equally Important, the law addresses a new significant client: the 
family or related caregiver who must take responsibility for the often 
24-hour needs of brain* Impaired adults. 

The population addressed are those adults who manifest a permanent, 
significant destruction of brain tissue with resultant loss of brain function 
after the age of 13. These disorders include those which cause dementia, such 
as Alzheimer's or multl-lnfarct disease; degenerative diseases which'cause 
both physical and cognitive impairment, such as epilepsy, multiple sclerosis, 
Parkinson's and hereditary diseases such as Huntington's; cerebrovasular 
disease such as strokes, or aneurysm; brain injury as a result of trauma, 
anoxia, infection and other illnesses; and brain damage from temporary or 
progressive conditions. Including tumors, hydrocephalus, and abcesses. 
Chapter 1658 recognizes that all forms of brain damage cause similar 
problems, no matter a persons 's age, sex, race, occupation or economic 
status. Programs must also address the physical , emotional and fininclal 
impact on. farni.Uft^i, and C4re9lvers„ that results, f/opi changes in the patient's 
personaTfty; tSeKavfor and 'ab'llfly" to perform dalTy activities. 

In Cal Ifornla"^ the needs of brain- Impaired adults and their families were 
first brought to tne attention of the Legislature and health and welfare 
agencies by a voluntary task force and its state-funded needs assessment 
study. Now known as the Family Survival Project (FSP), the group demonstrated 
that brain- l-npai red Americans literally fell through the cracks of health, 
mental health, social service and legal systems, primarily as a result of the 
diagnostic categories and other eligibility criteria upon which those systems 
are based. In subsequent years, the FSP operated a pilot project, 
established by legislation in 1979, to develop model services and policies. 

Chapter 1658 (California Statutes of 1984) was signed into law on September 
30, 1984. The law directs the Department of Mental Health (OMH) to 
establish, within four years, "Regional Resource Centers" (RRCs) throughout 
the state. These centers are to make possible a single-entry information 
network within each RRC servi:e region as well as the provision and 
development of appropriate programs and services for brain-impaired adults 
and their caregivers. At the end of 1987, seven centers were in operation . 
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In addition. Chapter 1658 established a -Statewide Resources Consultanf 
ISRC) to sei^e as the central ized information and technical assistance 
clear nghouse on brain impaiment; to provide consultation, training and 
technical assistance to the RRCs, and to help evaluate their effectiveness; 
to condurt conferences and develop training programs; to conduct public 
fSS^ilu'^^^^^ research; and to assist u.. -ate in -coordinating Chapter 1658 
and other state initiative. The Fanily Survival Project w as awarded the SRC 
contract cownencing February /. lyBb . rrvyt;^.t waa dwaraeq .ne :>ru 

a^n' Survival Project must prepare annual reports for the 

SfV!^;:?^* Legislature on the progress 

of Chapter 1658 prograii.s. This Executive Suwnary li for the third Annual 
R5?''^«£'^'^* * Statewide Resources Consultant in cooperation with the 

pr^rre^L^c^Wules'^^^^ '''''''' ''''''''' ''''' "^^^^^^hts of 



Statewide Resources Consultant (SRC) 

During 1987 the SRt continued to collect, classify and analyze resource, 
policy and research materials available in the Statewide clearinghouse, 
up-to-date information was disseminated regularly to more than 16.DD0 
individuals and organizations through a variety of publications. The SRC 
responded to nearly 750 new contacts to the Statewide Clearinghouse, a 19 
pertcnt incredSe in trie nuiiibcr of flrst-tiiTiS TnfciTnatI cn rcycsts to ♦"he ^R'' 
over the previous year. The report summarizes the data coHected from' these 
contacts. 

The first system for collecting uniform statewide dato on family 
caregivers. *nd the brain- impaired adults they care for. served by Regional 

av!c!!'^^n^ ^dSJ"""""?! "Ilr"''* f"^ implementation began incrementally with 
existing RRCs, The SRC analyzed data reported by the seven RRCs on a 
quarterly basis for the Department of Mental Health. The SRC provided 
training and technical assistance to RRC staff, conducted technical 
assistance visits and developed policy and procedural materials. The SRC 
also organized the first educational conference for all rrc staff in June. 
1987 . 

In addition, the SRC sponsored a Public Policy Forum to identify sal ient 
policy issues for brain- impaired adults and their caregivers. Participants 
from throughout the state identified three prio^ ,ty areas : respite care 
financing; long-term care insurance; and a comprehensive package of services 
for the traumatical ly brain- injured. 

In social policy research, the SRC completed a pioneering stud" examining the 
dual role of caregiving and employment. The s*-udy results suggest that the 
need for caregivers will grow and more c.r'egi vers will ai so be workers. 
Pressures on both the caregiver and the workplace are sur? to mount. 

In the area of epidemiological research. t.ne SRC conducted a review of the 
literature in an attempt to estimate the prevalence of the major causes of 
brain damage in the United States, in general, m California, in particular 
The report details the results of this researr'i. 
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SRC Staff also worked with s^ivercl state departments arKl federal agencies 
coordinate developments in programs and services for brain- impaired adui'S 
and tneir families for professional training. 



Regional Resource Centers (RRC) 

The report provides an overview of RRC functions and highlights services 
provided and data collected at seven RRCs that were operational in 1987. The 
sices are: 

- Bay Area Resource Center (Fanily Survival Project) 

- Inland Counties Resource Center (San Bernardino Community Hospital) 

- Los Angeles Resource Center (Harbor QevtiOpmental Disabilities 
Foundation) 

- Redwood Empire Resource Center (Brain-lmpaired Adults Resource 
Center, Catholic Charities of the Oiocese of Santa Rosa) 

- Oel Oro Resource Center (Brain, Inc.) 

' Southern Resource Center (Sharp Memorial Hospital) 

- Coast Resource Cence (Rehabilitation Institute at Santa Barbara) 



A profile of the three newest RRCs (De! Oro, . - thern and Coast) is presented 
describing each center's start-up, organiz. .on, communuy relatuns, 
education and training, resource development activities, and client services. 
Case histories of typical client families are included. Caregiver, patient, 
service and cost data collected are presented for all seven RRCs. 

In total, the seven centers r esponded to 5,229 initial inquiries from family 
memoers and providers durif lyg/ . of those, two-thirds wlere family mamhaA 
ana caregivers. More tnan thr»e-qujrters of these callers were women, and 
about one-third were elderly (over age 65). Differences among the regions 
are described. Of patients identified, 54 percent were male; the majority 
were elderly. Those at least 85 years of age account for 18 percent of the 
65^" patient population, twice the national average. More than half of 
disorders were Alzheimer's disease or a related dementing illness. Over 80 
percent of patients resided at home. 

Preliminary results from the pilot test of the uniform client assessment tool 
show that one in three caregivers reported receiving no help at all for the 
care of their patients from either service providers or fro.i other family 
members and/or friends. Caregivers averaged 15 problems indicating that ♦■he 
caregivers* resources are greatly strained. A significant proportion (:.i) 
of family members reported being highly stressed by their caregiving 
situation. Most are at great risk of personal impoverishment due to the high 
cost of lon^-term care. 
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«LfflI^ ^J"^*^^^*" contacting rrcs received information and referral 

. received one or more additional direct services 

l.mlJ!^^ SP^^^Piii^'?' counseling, legal infonnatlon/advice. and/or 

even^ V^n^^^ ^" sponsored rain ng 

''^ families received respite care, ^_the end of 1987: 

hit [o^ thele s^ ?7^l?^ -^" '^ '"P^'^' """^^"^ ^" ""^ 

Respite care services cost the State of California $514,485, with more than 
three out of four family clients contributing to the cist of service! ThS 
sJlnHea!''^^' expenditure per famHy per month was $237, of which the State 

Unmet Needs And Emerging Areas of Concern 

The report suninarizes service and resource needs documented by each RRC 
This section shows the deficiencies in service availability for the target 
population and how availability differs from cn.;nty to county. Overall, the 
need for basic, accurate, information remains high statewide. Two of the 
severest program needs are highlighted: the dearth of servKes for 
head-injured personj and the lack of respite care funding. Two emerging 
areas of concern are identified: the needs and problems of employed 
caregivers and the growing population suffering from AIDS dcnentia, 

Conclusions and Recommendations: 

ir ^T.? ll^fl^ ."'^r«Q conclusions and recommendations that would further 
V goal Of Chapter 16S8 to establish ^ statewide comphrensive set of 

?e;iri"ecSlen'd'?^'h^^^ ^^^'^^^^ their caregivers. The 

- the existing geographic boundaries of the RRCs be examined; 

- the RRCs' resources be expanded to meet the donand for affordable'ifld 
accessible respite care; 

- the SRC*s resources be expanded conmensurate with the number of ^ 
operational RRCs; 

- the resources of the Statewide Clearinghouse be expanded to keep 
pace with demand ar.d information development; 



a comphrensive legislative initiative for adult with traumatic brain 

injury be developed that would, at a minimum, address: 

1) coordination for the head injured across State agencies. 

21 designation of license criteria; 

3) development of adult educacion/jobtraining through tTie state 



connunity college system; and 
4) compiUtion of a statewide resources directory. 
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- training activities and materials should be funded to ensure 
availability of educational opportunities statewide, and training 
materials should address the needs of: rural areas; non-English 
speaking Californians; working caregivers; AIDS dementia; and 
substance abuse and head injury; 

- a survey of state employees be conducted to determine the number of 
working caregivers and program interventions be developed to meet the 
growing needs of caregiver:, in the workplace; 

- a centralized data retrieval system for acquired cognitive 
inpairments be established; and 

- further local and state collaborative efforts be developed to ensure 
coordination and integration of services and funding. 



Annual Report of Programs Unde** Chapter 1658 of 1984 for Br a in- Impa^'-ed 
A;J mts and Their Families , Year Three, January i, 19H7 ThrOu 1 December 31, 
T%7, Family Survival Project for Brain-Oamaged Adults, 44 Page Street, 
Suite 600, San Francisco, CA, 94102. [The Annual Reports for 1986 and 1985 
are also available.] 

Development of a Uniform, Comprehensive Nomenclature and Data Collectio n 
Protocol for Srain Disorders , I98b, by DavlJ A. Lindeman, Sancv fiourash^ 
Biiwlse, Gale Berkowitz and Shirley Semple, I.istitute for Health & Aging, 
University of California, San Francisco, San Francisco, CA, 94143. 

Employed Caregivers of Brain-Impaired Adults: An Assessment of the Dual 
KOie, A Final Report Submitted to The Gerontological Society of America, 
I9B5 Fellowship Program in Applied Gerontology, Funded by the Administration 
on Aging, February. i987, Robert B. Enright, Jr., Ph>D., Fellow, and Lynn 
Friss, M.S.W., Family Survival Project. 

Estimating t^.e Utilization and Costs of Formal and Informal Care Provided to 

Brain-Impalrcu Adults . Briennq Paper. 1986. bv Wendv Max. aai/id A. 

Lindeman, Tlra G. Segura and A. E. Benjamin, Institute for Health 4 Aging. 
University of California, San Francisco, San Francisco, CA, 94143. 

Copies of these reports can be obtained from Family Survival Project. 





67 



B^S? wS!S°l!i^ ^T^. ^"*^®r, Chapter 1658 of 1984 For 
Bi^Jmpaired Adult3 and Their Fammes, Year Three Jan 1 1987 

SmSft^xi^O' ''''' "^"^ ^"""^"^ Pn^eSS rSaiiln 

Chairman Miller. Dr. Johnson. 

^^A'^iJSS,?^!^'™™ ^ JOHNSON. M.D.. DIRECTOR, NATION- 
AL INTERFAITH VOLUNTEER CAREGIVERS PROGRAM AND AD 

COMMUNITY RIEDICINi^^JS^ 
SCHOOL OF MEDICINE. NEW YORK. NY 

th?LfrSmnJ?«3^'Tf distinguished members of 

ny itutoittS^ • ^"^^"^^ summarize the written testimo- 

c»i»tirn» 

T experience is based on that of directing The Robert Wood 

fe^o'l.nHT*^*"^" ' ^^"^^'^ VolunteerX^ive^ ft^^ 
The Foundation recognize*', the importance of strengthenini the 
famdy and its informal support and at the same Sized 
nl^ of the churches and synagogues in meetinT^S 

a d?D df^h^fn^PT* ^^^ ^^^ Foundation's announcement was like 
in lhl T wJi « a large number of intsrfaith coalitions 

in the United States that are willing to engage in taregivine Onlv 
You ''^'^ ^ be.fund^. but m mor^^tStS. 

£feverp?o^.^ 125 Interfaith Volun- 

We have verv g^nxi data on the 25 funded projects and we have 
some data on the others. About the 25. 1 think it is sigSficJ^t that 
they comprise some 900 congregations of all faitS S thS thev 
have recruited over 10.000 volunteers m a two akd a half veS 
period, trained and engaged them in the ongoing tSmen^c-^me 
& ^f°Pl«7ho are seriously impaired and often isolaS 
I he project support, which was $50,000 a year each 'or three 
years, has long since gone. But I would like to say that Si W 

J *° perpetuated the interfaith careei\ane 

ctS?e?s^"rth°^A"^^^^^^ °f feterfaUhXS? 

caregivers, with Arthur Flemming as Chairman Vircinia 

S?&"of» ^« FederationTTa^S 

nities. They are not considered a threat. They respond to the needs 
of all disabled people without reference to age. gendS or wS 
church you may or mav not attend. They are fimi& memiS^ thev 
are friends. ITiey do wRat family intmbcre do: a ca? trip to^e d<S^ 
tor s, straightening up the house, relieving a fami ? care^vS 
rJiffi *° coLmunl^ that^y i 

72 



68 



Interfaith volunteers are prayerful people, but the^ do not evan- 
gelize. They spend at least three hours each week with the friends 
they serve and they do not consider them clients. This lai^e group 
of volunteers has less than 3 percent attrition per year. The^ are 
safe, and in the history of the program there has not been a hmt of 
litigation. 

I was asked to cite somc^ examples with reference to services to 
families with infants and children. They are listed in the written 
material. 

In a proiect in Eau Claire, Wisconsin, a 26-year-old mother, bed- 
bound with pregnancy complications, was helped with meal prepa- 
ration and care of her two children on Saturdays and Sundays for 
a few months. 

In Mobile, Alabama, a volunteer stays with a child whose mother 
is dying in the hospital until the father is able to come home from 
work. Another volunteer transports a child from school to daycare 
so that the mother doesn't need to take time off from work. 

Volunteers also provide commonly needed respite for parents of 
handicapped children. 

In New Hampshire we hear of volunteers moving a family. The 
youngest child had contracted lead poisoning in the old apartment 
but the family did not have the money to move to a new apart- 
ment. The volunteers got a donated truck and moved the family for 
free. 

In New Haven, Connecticut, an 11-year-old girl, chronically ill, 
whose mother works full-time — a volunteer takes the girl to the 
doctor, for hospital appointments, and also spends time with her. 

Hero ill Washington wc have a very active projea, S.O.M.E., So 
Others May Eat. An example there would be for a poor family— a 
Self Help Food Club * * * a food co-op, another program of inter- 
ff'Hh volunteers. S.O.M.E. provides job counseling, a program to 
assist women in the neighborhood. 

There are other examples cited in the written testimony that I 
will not go into it at this time. 

The li ' rfaith Volunteer Caregivers Program has been declared 
su 3ssful, on the basis of independent research, in terms of sub- 
stance and quality. Two reasons were cited by the researchers. One 
is its level of organization and the fact that an interfaith volunteer 
project employs a full-time director — and, that provision is made 
for training and continuing support of volunteers in their work. 

We have found that in order to develop a project of substance 
and provide participating congregations an opportunity aiiHl a lead 
time to gather needed long-term financial i?upport, that about 
$20,000 in seed money is required. Another thing we have learned 
is that con^gations are a rich source of caregivers. Wom3n em- 
ployed outside the home represent almost 40 percent of interfaith 
volunteers. The old, the younpj, men and women, all have provided 
important and valued help to families coping with disability. 

We htye great hopes that the new Federation will establish its 
objective of promoting and asi ^sting in the establishment of many 
more Interfaith Volunteer Caregiver projects throughout this coun- 



The Federation has a goal of making caregi^ ing by churches and 
synagogues a national movement. I know that this committee 
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shares with interfaith carrying the common vision of helping 
families. ^ * 

I just want to bring to your attention the enormous work that is 
being done by the interfaith congregations, to point to the great po- 
tential that such congregations can provide and also to state that I 
believe it is in the best interests of our nation to create in as many 
ways as possible a caring environment for these families. 

I think volunteers from interfaith congregations have a particu- 
larly strong contribution to make. 

[Prepared statement of Kenneth G. Johnson, M.D., follows:] 
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Prkparco Statimknt of Kenneth G. Johnson, M.D.. Director, National 
iNTERFAmi Volunteer Caregivers Program, Adjunct Professor of Community 
Medicine, the Mount Sinai School of MED.aNE, New York, NY 

INTRODUCTION 

My testimony before the House Select Committee on Children, Youth 
and Family derives mainly from my experience, beginning in 1984, of 
directing The Robert Wood Johnson Foundation's national Interfaith 
Volunteer Caregivers Program. 

In the design of the program, the primacy of the fainily as the 
major caregiver to disabled members of all ages was recognized. 
The program also recognized the tradition, as old as the nation, of 
faith congregations in the U.S. to minister to the needs and 
suffering of otheis. 

We recognized that societal changes - well described in previous 
testimony before this committee - had put stress on all families, 
and especially on families caring for disabled members. Such care 
is given all day, every day - most often by the mother who is a 
daughter, trying to manage as best she can and with little respite 
from her responsibilities, inside and outside the home. 

We also recognized limits. The limited access to services to 
families with low income but not poor enough for Medicaid. The 
limitation of a professional caregiver to provide sustaining 
friendship and support. Our best answer to the question: "Who are 
out there who can be counted on to support this family without 
reference to eligibility and income?" called for a saintly 
respon^ie: U.S. faith c agregations. 

I should like to add to this introduction that a single person 
livxna in isolation i" also a family - a family that was and that 
needs restitution. 



THE INTERFAITH VOLUNTEER CAREGIVERS PROGRAM 

The Interfaith Volunteer Caregivers Program was announced in April 
1983. The program called for interfaith coalitions of churches and 
synagogues in a defined community to recruit, train and supervise 
volunteers who would serve disabled persons of all ages. Among the 
applications twenty-five would be selected, each to receive $50,000 
per year over a three-year period. 

Within a brief period (April-July), Over 1,000 requests for 
application material were received and some 350 completed 
applications were received. I mentron these data >^ecause, in 
reference to other programs, the r^sinse wac overwhelming - a 
surprise not unlike a clap of thunder. ^Among faich congreraticns - 
among the 120 million Americans who worship regularly - there are 
many ready to help. 
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agency. The evallla^^nn tZ reueivea care from a formal 

University's Third Age center did ^o^ P"'"^?"' ^one by Fordham 
projects, but our survev of " fXS*"'* 'ht 25 funded 

L ^stimlteTf a^"Idd?t""nLlorS?o1^^fois°°be;:nrie"?^ei!«* 
Foundation funding was exhausted by late 1987, hut ^ i . 

In the 25 IVCP projects: 

" S^nJJL congregations participated. The manor Protestant 

- - agr^r%oS-e%r5?i^e^?e";ve^°5"r^e%"rrol^^;e-" 

■ Snrr-' - rSlfto fo-:^P-1Je°^' 

respite'' car^'^H; "assurance, chore erv re ; 

g!vei'Lr"ce;. P>^eparation - were the most frequct^; 

' ZiTdrLeTllrTeT. """^ °^ ^"-<^^h^P -th the 
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In reference to services to families with infante and children: 
From the proiect in Eau Claire, Wisconsin 

A 26-year old mother on Eau Claire's north side, bedbound with 
pregnancy complications, was helped with meal preparation and 
care of her two children o-i Saturdays and Sunday morning for a 
few months • 

From the IVCP project in Mobile, Alabama • 

A voliinteer stays with a child whose mother is dying in th* 
hospital until the father comes home from work. 
Another volunteer transports a child from school to day care 
so that the mother does not need to take time off from work. «. 
Volunfiers will also provirie respite for parents of 
handicapped children. 

From the IVCP proiect in Manchester, New Hampshire 

Volunteers moved a destitute family for free. The youngest 
child had lead poisoning from the old apartment, but the 
family did not have the money to move to a new apartment. 
Volunteers did the work with a donated truck. 

From the IVCP project in New Haven, Connecticut 

A volunteer is matched with an 11-year-old girl who is 
chronically ill. Her mother works full-time. The volunteer 
takes the girl to doctor and hospital appointments and also 
spends time with her. 

The IVCP project in Washington, DC (S.O.M.E.) seeks to develop 
'eaaership In the comroun-Lty by involving families in programs 
i.hat will assist them. 

A Self Help Food Club has approximately 80 participating 
families who ere at or just above the poverty line. Members 
pay a $3/month fee, and to sort and bag food 

Membership includes nutritioi counseling and learning ho.# 
to shop. 

The Food Co-op to which approximately 40-70 families belong, 
teaches people how to run a small business aid is the only 
source of fresh fruit s and vegetables in the are.^ . 

Other S.O.M.E. p^ogtams include; job counseling, "Just for 
Women," a program to assist women in the neighborhood, 
helping them to draw support from one another and workshops 
conducted on parenting skills, budgeting, cleaning, 
nutrition, and drug and alcohol abuse. 
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The IVCP project i n Yakima, Washington has established a 
?*»Pit« Adult Day Center in one of the local churches. The 
Center is staffed by volunteers and allows family members to 
work or receive a brief rest from their caregiving duties. 

Volunteers also provide respite care and transportation to 
doctors' appointments for children. 

The IVC? project in Lewis ton, id;%ho 

Services to children most often include transportation to 
needed medical services. Many families live in rural, 
isolated areas and have to go across the state border to 
Washington for medical appointments. 

The local hospital will also roquest volunteers to assist 
with young pregnant mothers who need to remain in bed or who 
have experienced the loss of their fetus or newborn. 
Volunteers care for other children in the family and provide 
support to the women and their husbands. 

The IVCP proiect in Honolulu, Hawaii 

""^"^"^ ^""^ ""^^^^^ care in Hawaii are 

helped by the IVCP. Volunteers provide temporary housing 
and tranpoortation to medical o->pointments. ' * ^ 



WHAT HAVE WE LEARNED FROM IVCP? 



We know that U.S. faith congregations are an enormous re*;ource that 
can be tapped - given the proper stimulus and modest assistance 
The stimulus is an invitation for them to exercise a spiritual 
ministry. The assistance is some $20,000 in seed money, the first 
dollars to recruit a full-time director and set up slrop t. urain 

rfoi?2rr"* ''^^^^ ch^^ch outside flrsl 

H f". ^e^i^e^* to put in place a project with substance, in 
which volunteers are trained and sustained. We know that giv-n a 
sufficient "lead time" to de. ^nstrate the effectiveness of [he 
program, local continuing support will be forthcoming. 

^Inintrl.^ ^^^^'^^^ that the int'- faith volunteer is an able and 
dedicated friend to the family, a relationship with a low burn-out 
one that you can depend cn. ' 

We have noted an apparent immunity from legal litioation that 
ZrlnTlf. a\int o^^?it'gat?on 

good friends. unl.:.c-, lo sue 

We have learned that we need n^t be anxious about the loss of 
volunteers to employment outside the home/ nor should we pay much 
attention to the commonly held stereotypes of volunteers. Women 
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Who worlc full-time outside the home represent almost 40% of 
interfaith volunteers. About one-third of the volunteers are 65 
years of age and ov^r. Men serve m all sorts of ways: they 
provide transportation, repair homes, deliver meils, lift people 
out of bed, follow through on prescribed rehabilitative exercises, 
give baths and shaves. Almost 15% of the volunteers are the young 
- Q-Jing everything from house clean-outs to fund raising 
walJc-a-thons and car washes. Eighty percent of the volunteers m 
the 25 funded IVCP projects were recruited from faith 
congregations. For most, it was a c&se of putting their faith into 
action . 



HOW SHOULD GOVERNMENT VIEW INTERFAITH CAREGIVING? 



I believe that interfaith caregivmg should be recognized for the 
important and substantial service that it now provider for 
troubled families, and for its potential to do so much more. The 
120 million Americans m congregations whose faiths direct them to 
serve others are an enormous national resource. 

Interfaith caregivmg is .onsonant with services provided by 
Government m that no person is excluded from care on the basis of 
age, sex, color or religious determination, in the IVCP, whites 
and blacks give and receive; Buddhists care for Christians; 
Catholic nuns minister to eldarly Jewish men. The IVCP has always 
recognized that those families most in need are the forgotten, the 
dimly churched and the un-churched. Interfaith volunteers do not 
engage in evangelization. 

Interfaith volunteers, always supported by health and social 
service professionals, are not their substitutes. However, as a 
Jtnowledgea>.*e and caring family friend, the volunteer is ^ 
God-sei.d to families m need. The volunteers do what they can and 
know the many places m the community wnere other help mav be 
available. 7 



I can point to one state - the State of waship' Dn - m which 
state support for interfaith caregiving has stimulated the 
establishment of projects throughout the state. The money 
allocation - a smaller substitute for stopping reimbursement for 
chore services - was first made to Area Agencies on Aging. The 
AAA'S declined and the funds were then distributed to statewide 
agencxe.i, mainly Catholic Community Services. As a fiscal agent. 
Catholic Community Services in turn enabled interfaith volunteer 
caregivers proj^ctc to be established. 

Assisting children, youth and families - specifically, in 
strengthening important informal supports - calls for a 
multi-generati ".al solution. We need the mature older person to 
comfort and teach the disabled child, and to support other family 
members. Older women - as "resource motl jrs" - help teenagers who 
are pregnant to care for themselves and their infants and to 
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approach the rest of life with hope. I make this point to call 
attention to the interrelatedness and interdependency between 
programs relat to maternal and child health services and those 
relating to SU|.. ort for older Americans. in the IVCP, no 
discrimination between generations has been made; age in reference 
to disability has not been considered to be a relevant or 
constraining issue. 

To sum, in this testimony I bring to the attention of the 
committee information on a national effort of interfaith volunteer 
caregiving. Interfaith volunteers have served and continue to 
serve thousands of disabled persons - and their families - of all 
ages, with great safety and comfort and without charge. The 
mainspring of interfaith caregiving is the commonly held 
exhortation of all denominations to serve people in need, wnodver 
they are and wherever they may be. 

Government and interfaith caregiving s: are the common vision of 
helping children, youth and families within the constraints of 
resources. Within the polyglot at assistance required by persons 
and families who live with disability, the services of the 
interfaith volunteer as a knowledgeable and able advocate and 
friend are both efficient and effective, especially needed by 
families ineligible for public assistance. 



SO 
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THE ROBERT WOOD JOHNSON FOUNDATION'S 
25 INTERFAITH VOLUNTEER QREGIVERS PROJEaS 



Caregivers. Inc. 
Mobile. AL 

Buenaventura Inter faith Volunteer 
Caregivers Project 
Ventura, CA 

Interfaith Volunteer Caregiverj ProJec^ 
Washington, DC 

Project RESPECT 
Honolulu, HI 

^latch-Up 
Boston, ^lA 

Interfaith Volunteer Caregivers Project 
Belhaven, NC 

Interfaith Volunteer Caregivers Project 
New York, KY 

Akron Area Interfaith Volunteer 
Caregivers Project 
^kron, OH 

Interfaith Volunteer Caregivers Project 
Albany, OR 

Caregivers Coalition 
^leraphis, T\' 

Vorfolk Interfaith Coalition 
for the Elderly 
Norfolk* VA 

Interfaith Volunteer Services 
Yakima, WA 

Interfaith Program for the Flderl> 
Milwaukee, wi 



Interfaith Volunteer Caregivers Proiect 
Sacramento, CA 

Interfaith Volunteer Caregivers Project 
New Haven, CT 



Interfaith Volunteer Caregivers, Inc. 
Cjjam, GU 

ProjLwt Interiink 
Lewiston, ID 

Interfaith Volunteer Caregivers Project 
Pontiac, MI 

The aREGIVERS 
Manchester, NH 

Interfaith Volunteer Caregivers Proiect 
Olean, NY 

Volunteer Service to Seniors 
Youngstown, OH 



Neighbor to Neighbor Ministries 
La Grande, OR 

Jefferson Area CO-OP 
San Antonio, TX 

Interfaith Volunteer Caregivers Project 
Seattle, WA 



Triniteam Caregi /ers Program 
Eau Claire, Wl 
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Chairman Millt i. Ms. Brody. 

STATEMENT OF ELAINE M. BRODY. ASSOCIATE D.^iECTOR OP fi- 
SEARCH, PHILADELPHIA GERIATRIC CENTER, PHILADELP) A. 
PA 

Ms. i^HCOY. Thank you. 

Almost a decade ag(» the findings of a Philadelphia Geriatric 
Center— PGC!— research study led us to characterize daughters who 
take care of their disabled elderly parents as ''women in the 
midile.'' It is daughters who, in the main, help the elderly care for 
their disabled spouses. It is the daughters who are the primary 
helpers to the severely disabled elderly who, because their very 
advanced ages, are less lik^y to have a surviving spouse to provide 
or sht^re caregiving tasks. It is mainly daught^ who hai ^ their 
homes with elderly pa ^nts when those parents can no longer 
manage alone. 

The 1982 Long Term Care Survey sponsored by the Department 
of Health and Human Services found that daughters provide more 
than half of the long-term care ser/ices received by the most se- 
verely disabled elderly, including personal care, household mainte- 
nance, transportation and shopping. 

It is the very old — people 75 years of age and over, and 85 and 
or^r— who. have increased at the fastest rate of any age segment in 
the population, and that trend will continue. Another damographic 
trend that has a direct effect on lUial caregiving has been the fall- 
ing birthrate. The nH result is that older people nowadajrs have 
fewer adult children to share caregiving responsibilities than used 
to be the case. 

More daughters nowadays provide more care and more intensi> e 
care to more older people over longer periods of time than ever 
before in history. And because th.^ ailments and disabilities of the 
0^'' are chronic, that care oft^ be pro^/ided for many years. 

. spite the increased need ' .^nt care that confronts modem 
families, they have been steacu 'xt and reliable helpers. They, not 
government or commTiniiy agenci3s, provide the vp^t nugority of 
the supportive services received by disabled el'ierly. The LTC 
Survey found that less than 15 percent of all ''helper days'' of care 
to severely disabled old people are provided by the formal system. 

The social, emotional and economic costs to families of providing 
care are enormous. A consistent body of i^ .arch has shown that 
the most pervasive and severe effects on caregivers, affecting half 
to three-fourths of them, are mental health symptoms such as de- 
pression, anxiety, sleeplessness, frustration and lowered morale 
Small r but signiFcant prc:x}rtions report deterioration in their 
physical health or economic strain. » 

Some daughters have ceuregiving careers. In our studies, two- 
thirds of tb^ helping widowed elderly mothers had also helped 
their fathers before the latter died; one-third had helped other el- 
derly relatives other than their own rents in the past; and ?2 
percent of all the caregiving daughters were currently helping 
more than one elderly relative. 

Recently information has been emerging about additional prob- 
lems experienced by those caregivers who are in the labor force. 
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1 ^<*^le-a«ed women have accounted for the lai^est increase in 
labor force participation. Most such women now work, and they are 
the ones most likely to have parent care responsibilities. Parent- 
canng women, however, can be at different stages o*" life. many 
as one-third are either under 40 or over 60. 

The woman in the middle may have her own young children at 
2^ at the time of life when her children nave 

grown and left the nest, only to have that nesi refilled with a dis- 
^"t- ^ she may be a grandmother who is in the aginir 
stage of life. ^ * 

Whether or not they are employed, daughters struggle t fulfill 
their responsibilities to their families, homes, jobs and elderly par- 
ents, giving up only their own free time in the process. 

Our studies have shown that elderly parents of employed women 
do not receive !^ care than parents of women who do not do out- 
of-home work. When some paid help is needed by employed ,/omen 
to care for tha parent during work hours, it is paid for by the older 
people and their famihes, not by t^e government 

We found that IS percent of parent^»ring women in our sample 
had found it nectary to quit their jobs and they were the ones 
who coiUd least afford t» do so; 40 percent of them had family in- 
comes of less thnn $15,000 a year. In addition, about one-quarter of 
the parent^»ring women who were employed had either reduced 
JS^IfiJZ^^^",'^ *''' considering quitting; they were having 
^fi^'Sv^c '^'"^ '^^'"'^ job interruptions. 

The 1982 LTC Survey confirmed these data, finding that 11.6 per- 
cent of caregiyiiig daughters and sunilar proportions of elderly 
SDouses as well had left their jobs to take care of their dependent 
elderly; some sons, too, did so, but to a lesser extent. 

In the Travelers iii.tpioyee Survey, June 1985, and surveys at 
other work sites, at least 20 percent of employees were helping an 
eMerly i-elative. The Conference Board has ciUed the problei^ of 
employees helping elderly relatives "a boctom-lme busmess con- 
Virtually nothing is Known about the opportunity costs to pecple 
who qujt their loba or reduce their workinr hours though hT one 
study caregivers who were detened from working estimated their 
lost earnings at an average of $20,000 annually. ^n^ir 

Caregivmg daughters who experience such proHems and stress 
fw^r tH™^#^^^' heing the miuJle generation; 

S A ^i***"® °^ multiple competing demand on their 

time and energy. Many are also m the middle between competing 

f^lw nftf ^""^ ^ '"^''^ they are committeTthat 
JamUy care of the elderly is a family responsibility and the value 
that It IS aU right for women to work outside the home. It should 
be emphasized that most employed women work because they and 
their families need the money they earn. 

It is most appropriate that this hearing is being held by the 
Select Committee on Children, Youth anl Famili£, for data il 
gilmg up showing the effects of ca agiving on tlie entire famUy. 
OTMne^lM^ b°^ caregivers, primarily when they have no sisters 

Whether the filial caregiver is a daughter or a son, the famUy's 
iitestyte, socialization, pnvac, jid even future p'aiis are affected. 

ERIC c 



80 

Sons-in-law, too, experience strains when their wives are care- 

Elvers. The caregiver's siblings are also affected, even those who 
ve far away and therefore have special problems. The lives of 
grandchildren are affected, no matter what their age; those who 
are grown of ^n act as A backup system of care. When the disabled 
old nerson lives with the daughter and her family, relationship 
p^blems are more likely to develop among the members of the dif- 
lerent generations. 

Let me turn for a moment to one of the family-focused services 
that could alleviate some of the problems, a service that is badly 
needed as part of a long-term care system. I refer to respite service, 
that is, any service or group of services designed to provide tempo- 
rary periods of relief or rest for caregivers away from the patient. 
Examples are in-home care, temporary nursing home care and day- 
care. 

At the PGC, Dr. M. Powell Lawton, Ms. Avalie Saperstein and I 
recently completed the only controlled demonstration/research 
study of respite for caregivers of Alzheimer's patients, financed by 
grants from the John A. Har Jord Foundation, Inc., of New York, 
and the Pew Charitable Trusts of Philadelphia. 

I will summarize a few of our migor finings. 

Most car^vers must be educated about what respite care is and 
how to use it. Most view it as a last^itch service to be used when 
th^ are on the vei^e of breakdown. 

The offer of respite did not unleash an immanageable and costly 
demand, as poli /makers often fear. Only half of caregivers who 
were offered respite availed themselves of the subsidi^ sendee; 
they used it very sparingly and were eager to pay whatever they 
could. 

Families who use the respite services did not reduce the amount 
of family help they provided. 

Given the choice of in-home respite, daycare and institutional 
respite, in-home proved to be the most popular, chosen by two- 
thirds of our car^vers. The three types of respite v/ere all impor- 
tant, however, with each meeting different needs of families in dif- 
ferent situations at different times. 

As compared with a control group of caregivers who were not of- 
fered respite, those who were offered respite maintained their pa- 
tients in the community for a somewhat longer p<$riod of time — a 
modest increment of 22 days. 

As in other respite demonstrations, the caregivers gave the serv- 
ice a resounding endorsement, reporting that they had received 
relief, were satisfied and wished for additional rrspite in the 
coming year more than they wished for any other service. 

We consider it of mcgor miportance that i-espite service must be 
part of a total long-term care system. Since respite is never the 
only service needed, the respite program itself siiould include at 
the least: careful assessment of the patient and family; caregiver 
education about respite and other services, about the ailments of 
the older person, and about caregiving techniques; skilled counsel- 
ing; and case management to link the family to other existing serv- 
ices and to monitor the situation over time. 

The family's caregiving crunch is likely to worsen in the future, 
increasing the urgency of deve^ jping a long-term care system that 
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includes both quality nursing home care and quality community 

Barring m^or biomedical breakthroughs that would prevent or 
mitigate the m^or disabling diseases of old age, such as Alzhei- 
mer s disease, the number of disabled very old people will increase. 
It 18 obvious that spouses of such people are themselves in ad- 
vanced old age and most of their adult children are likely to be in 
middle or early old age. 

Other trends hav^ been occurring that undoubtedly will affect 

SmT* ^ ^^'^ °^ *h® 

Since rates of duability are highest among very old people and 
rates of widowhood begip to soar durij g middle age, adult daugh- 
ters will be more likely to be widows. Combined with the increase 
m the divorce rate and the increasing tendency for women to 
remam unmarried, this means that more filial caregivers will be 
wo^n who are not married and are more likely to be in the labor 

The data are already showing that trend. In the 1982 Long Term 
Care Siirvey, 44 percent of daughter caregivers were not married, a 
marked contrast from 25 years ago when three^juarters of the 
people, other than spouses, to whom older people would turn in a 
health crisis were married women. 

There are other relevant trends. Developmental! Jsabled chil- 
dren Uve longer nowadays, increasing the number "of women who 
must care for them as well as for elderly parents. 

As more people live well into advanced old age, the changes in- 
crease of losing a supportive adult child through death. In such in- 
stances, grandchildren, particularly granddaughters, often fill the 
generational gap by carmg for g.andparents Some women in the 
middle provide help to their parents and grandparents as well as to 
tneir own children. 

Because of the low birthrate, in the future more old people will 
have no duldren and more will have only one child. Fewer chil- 
fi"^.«°l!^ ^^"^u dt -ighters. Moreover, women are often dau^h- 
ters-m-law as well as daughters. Since daughters-in-law often fill in 
When there are no dr-ighters, m^re women m, y find themselves 
providing care to elderly parents-in-lav as well as parents. 

Because of mcreasing mobility, geographic distance will handicap 

*° their parents. 

Fmally, a significant trend is the tendency for people nowadays 
to have a first chxld at later ages, in their 30s and even 40s, so thai 
'^^^^A^ to provide parent care at a time when they have 
yOung children at home. 

I r^pectfuily suggest that provision of help to family caregivers 
Should be a high priority concern for social rolicv and that the 
m^or form of help needed is federally financed long-term care in- 
sarance covering nursing home care as well as community care 

^ank you for the opportunity to present this information. 

[Prepared statement of Elaine Brody follows;] 
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Prepared Statement of Elaine M. Brody, Philadelphia Geriatric Center, 
Philadelphia, PA 

Alfflost a d*cade ago« th« findings of a Philadelphia Geriatric 
Center (PGC) research study led us to characterize daughters who 
take care of their disabled elderly parents as woiien-in-the->n*ddle. 
It IS daughters whOf in tfi* main, help the elderly care for their 
disabled spouses. It is the daughters who are the orimary helpers 
to the severely disabled elderly who* because of their very advanced 
agesf are lees likely to have a surviving spouse to provide or share 
careolving taske. It is mainly daughters who share their homee with 
elderly parents when those parents can no longer manage alone. The 
1982 Long Term Care Survey sponsored by the Department of Health and 
Human Services found that daughters provide more than half of the 
long term care services received by the most severely disabled 
elderly (Stone et al^f 1967 )« Includln^j personal care* household 
mainfenance f transportation and shopping. 

It Is the very old people 75 years of age and over and 65 
and over — who ha/e increased «t the fasceat rate of any ag< seg- 
ment in the population and that trend will continue. Another demo- 
graphic trend that has a direct effect on filial caregivlng has beer, 
the fall} '>g birthrate. The net result is that older people nowadays 
have fewer adult children *^ share caregivlng reeponsiDillties than 
used to be the case. More daughters nowadays provide more care and 
more intensive care to more older people over longer periods of time 
than ever before in history. And* because the ailments and disa- 
oilities of the old are ch'oniCf that care often must be provided 
for many years. 

Despite the increased need for parent Ca». . that confronts 
modern families # they have been steadfast and reliable helpers. 
They, not governmr-^t or community agencies^ provide (.he vast 
ma;]ority of the s .-^portive services received by disabled elderly. 
The LTC Survey found that less than 1^4 of all "helper days* of care 
to severely disabled old people are provided by the formal system 
(Doty et al./ 1965). 

he social, emotional, and economic costs to fa':iilied of pro- 
viding care are enormous. A consistent body of research has shown 
that the moat pervasive and severe effects on caregivers^ affecting 
half to three-fourCha of them^ are mental heaxth symptoms such as 
depression, anxiety^ sleeplessness, frustration, and lowered mora}e; 
smaller, but significant proportions report deterioration in their 
physical health or economic strain. Some daughters have caregivlng 
careers: In our studies two-thirds of those helping widowed elderly 
mothers had also helped their fathers before the latter died; one- 
third had helped other elderly relatives Jther than their own 
parents in the past; and 22% of all the caregivlng daughters were 
currently helping mot:& than one eldeily relative. 

Recently, information has been emerging about additional prob- 
lems experienced by those caregivers who are In the labor force. 
Middle aged women have accounted for the largest Increase In labor 
force participation. Most such women now work, and they are the 
ones most likely to have parent care responsibilities. Parent 
caring women, however* can be at different stages of life. As many 
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""f^S?*' tither under 40 r over 60. The wonan m the 

middle may have her own young chiJ*3r«n at home; she may be at the 
tine of life when her children hav€ grown and left the nestr only to 
have that nest refilled with a disabled parent; or she may be a 
grandmother who is in the aging stage of life. Whether or not they 
are employed, daughters struggle to fulfill their responsibilities 
to thjir families, homes, jobs, and elderly parents, giving up only 
their own free time in the process. Oui .itudies h>- j shown that 
e.oerly parents of employed w3raen do not receive s care than 
parents of women who do not do out of home work. »,hen some paid 
help IS needed by employed women to care for the parent during work 
government" ^^^"^ P'^^^' ^^'^"^ families, not by 

we found that 13% of parent caring women in our sample had 
found It necessary to quit their jobs and they were the ones who 

eJ!*nL*^ '•''^ ^° t^*"* incomes of less 

than $15,000 a year, in addition, about one-quarter of t^e parent 
caring women vho were employed had either reduced their working 
hours or were considering quitting; they were having problems such 
as losing time from work and 30b interruptions (Brody, 1985). The 
1982 LTC Survey confirmed these data/ finding that 11.6% of care- 
.iving daughters and similar proportions of elderly spouses as well 
had left :heir jobs to take care of ,heir dependent elderly; some 
sons, too, c»id so, but to a xesser extent (Stone et al . , 1987). in 
the Travelers Employee Survey (June 1985) and surveys at other work 
sites /AARP, F^b. 1987) at least 20% of employees were helping an 
!infniLri*f^*- 1^* Conference Board h,s cailed the problems of 
Urieran,'!98'6^ ''''''' bottom-line business concern- 

Virtually nothing is known about the opportunity costs to 
people who qui", their lobs or reduce their working hours, though xn 
one study (Enright and mss, 1987) caregivers who weie deterred 
from working estimated their lost earnings at an average of 520,000 
annually. 

Caregiving daughters who experience such problems and stress 
effects are not only in the middle in being the middle generation. 
They are in the middle of multiple competing demands on their time 
and energy. Many are also in the middle between competing values 
and needs — the value to which they are committed that family care 
riah^'f^i ^''^ ; * family responsibility and the value that its all 
righ. for women to work outside the home, it should be emphasized 
that most employed women work because they and cheir families need 
the money they earn. 

It IS most appropriate tnat this hearing is beiny held by the 
>loct Committee on Children, Youth, and Families, for data is 
^ img up showing the ef feces of caregivmg on the entire family. 
nnn.^'.i^^I become care^ i ver s , primarily when they have no sisters or 

?r 'aiilv'S^iiff !tv?I 'S'/'i"^ caregiver is a daughter or a son, 
th^ .amiiy s life-style, socialization, privacy and even future 
plana are affected. Sons-in-law, too, ex%erience strltn- wSen t^-ir 
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wivca ar« caregivers. Th« caragivars* 8i.blings ar« also affectad — 
«v«n thoaa who liva Car away and tharaCora hava apacial probXana. 
Iha livas of grandchildran ara affactad, no mattar thair aga; those 
who are ^rown often act as a back-up system of care. When the 
disabled old person lives with the daughter and her family f rela- 
tionship problems are more likely to develop among the members of 
the different gene:rations . 

Let me turn for a moment to one of the family^focusad ser/ices 
that could alleviate some of the problems* a service that is badly ^ 
needed as part of a long term care system. I refer to respite 
ser«'ice — that iSf any service or group of services designed to pro- 
vide temporary periods of relief or rest for caregivers away from 
the patient. Examples are in-home care* temporary nursing home 
care, and ^'ay care. At the PGCf Dr. N. Powell Lawton f Ns. Avalie 
Sapersteinf and I recently co^vpleted the only controlled demonstration/ 
research study of respite for caregivers of Alzheimer's patients, 
financed ^y grants from the John A. Hartford Foundation* Inc./ of 
New York and the Pew Charitable Trusts "it Philadelphia. To 
summarize a few of our ma^or findinga; 

. Nost caregivers must be educated «.bout what respite care is 
and how to use it. Most view it as a las. ditch service to be used 
when they are on the verge of breakdown. 

. The offer of respite did not unleash an unmanageable and 
costly demand as policy makers often fear. Only half of caregivers 
who were offered ;,espite availed themselves of the subsi'Jized ser- 
vice # they used it very sparingly/ and were aager to pay whatever 
they could. 

• Families who use the respite services did not reduce the 
amount of family help they provided. 

• Given the chcxce of in*home respite/ day care/ and institu- 
tional respite/ in-home proved to be the most popular/ chosen by 
two-thirds of our caregivers. The three types of respite ware all 
important/ however/ with each meeting different i eeds of famil^ s in 
difterent situations at different times. 

, As compared with a control group of caregivers who were not 
offered respite/ those who were offered respite ma ntained their 
patients in the community for a somewhat longer pe.iod of time (e 
modest increment of 22 days). 

• As in other respita demonstrations^ the caregivers gave the 
service a resounding endorsement/ reporting that they had received 
re. ief / were satisfied/ and wished for additional respite in the 
coming year more th^n they wished for any other service. 

We consider of ma^or importance that respite service must be 
part of a total Icng-term care system. Since respite is never the 
only service needed/ the respite program itself should include at 
the least: careful assessment of the patient and family; caregiver 
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•ducation about respite and other services, about the ailments o£ 
the older person, and about caregiving techniques: skilled counsel- 
ling; and case management to link the family to other existing 
services and to monitor the situation over time. 



The family's caregiving crunch is likily to worsen in the 
future, increasing the urgency of developing a long-term care system 
that includes both quality nursing hom) care and quality community 
services. Barring major bio-medical breakthroughs that would pre- 
vent or mitigate the major disabling diseases of old age 'such as 
Alzheimer's disease), the number of disabled very old people will 
increase. It is obvious that spouses of such people are themselves 
in advanced old age and most of their adult children are likely to 
De in middle or early old age. 

Other trends have been occurring that undoubtedly will affect 
patterns of family care and the experiences of women in the middle. 
Since rates of disability are highest among ,try old people and 
rates of widowhood begin to soar durinQ middle age, adult daughters 
will be more like'.y to be widows. Cor* led with the increase in the 
divorce rate and the increasing tendency for women to remain 
unmarried, this means that more filial caregivers will be women who 
are not married and are more likely to be in the labor force. The 
data are already showing that trend. In the 1982 long Term Care 
Survey, 44% of daughter caregivers ware not mar-ied (Stone er al., 
1987), a marked contrast from 25 years ago when three quarters of 
the people (other than spou.tes) to whom older people would turn in a 
health crisis were married women (Shanas, 1961). 

There are other rel<»vant trends: 

. Developmentally disabled children live longer nowa-Jays, 
increasing the number of women who must care for them as well as for 
elderly parents. 

. As more people live well into advanced old age, :he chancaa 
increase of losing a sjpportive adult child through de^rh. Tn ^^u^-h 
instances^ grandchildren, particularly granddaughters, often fill 
the generational gap by caring for grandparents. Some women in the 
middle provide help to their parents and grandparents as well ae to 
their own children. 

: Because of the low birthrate, in the future more old people 
will have no children and more will have only one child. Fewer 
children means fewer daughters. Moreover, women are often daughters- 
in-law as well as daughters. Since daughters-in-law often fill in 
when there are no daughters, more women may find themselves providing 
care to elderly parents-in-law as well as parents. 

. Because of increasing inobility, geographic distance will 
handicap more people in their efforts to care for their parents. 
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. Pin«llyi a aigniflcant trand la tha tandancy for peopla 
nowadaya to hava a firaC chilJ at latar agaa* in thair 303 and avan 
40af ao that thay may naad to provida parant cara at a tima whaa 
thay hava young chlldran at homa. 

I raapactfully auggaat that proviaion of halp to family cara- 
givara should ba ^ high priority concarn for aocial (>olicy and that 
the ffla3or form of halp naadad la fadarally financed long-term care 
inaurance covering nurainq home cara aa wall aa comNiunity cara. 

Thank you for the opportunity to preaent thia information. % 
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STATEMENT OF J. KNOX SINGLETON, CHAIRMAN, VOLUNTEER 
ON AGmcTAIwS^'vA^ FAIRFAX COUNTY COMMISSION 

Mr. Singleton. I am horxored to speak to you on behalf of the 
stressed families who have muJtigenerational caring responsibil- 

I don't think I can add anything to the description of the dimen- 
sions of the problemthat were given and the very excellent initial 
statement that the Chairman made and the eloquent testimony we 
have heard from the families and others up to this point 

4- ?fu°?.x**"®?'°.° 't ^ « tremendous problem. I have 

talked with hterally hundreds of a*lult8 in situations such as have 
been descnl^. As I see it, they are trying to categorize the needs 
of basically fow types that I see. 

The first is one of information, education and counseling on a 
wide range of concerns, such as health care, living arrangements 
tii^icial, legal, family relationships, et cetera. 

Second, they need respite from theiv carrying responsibilities if 
thejr.P^y^*'^ and mental health is to be maintamed. 
^JV^' assistance with many of the caregiving tasks 

that they are railed on to render. 

Fourth, they need financial assistance when their income is lim- 
ited and the cost of care exceeds the financial resources of their 
parents. 

So those are the four main cat^ories of need, as I see them. 

ihe question is, how do we address these needs? First of all I 
would like to say that I see that there is a definite limitati .i on 
theamount of services that the government can provide directly to 
these families I thmk that the major resource or approach that I 
see 18 one that Dr. Johnson has addressed, and that is through the 
organization of community-based programs involving the churche . 
and older adults prmcipally as volunteers, but also to the extent 
tnat younger persons are able or in a position to participate. 

Adult children cannot cope with multigenerational dependent 
care alone. The involvement of volunteers and community-based 
services are critical to alleviating the stress of the "sandwich gen- 
eration, particularly the women in the middle. There is a definite 
limitation m wliat government programs can and should do in the 
way ot human services. Government programs should promote the 
development '>f community-based private and volunteer services. 
K=P®i® ®^ oreanizations of this type. A super example has just 
been described by Dr. Johnson. There is another program that has 

r^L}°- "^l ^^l^'^^Ti.^^^^J exemplary, the Shepherd 

• ® United Methodist Church in Kansas aty, replicated 

in some 70 communities throughout the country. I ses a great nted 
to try to rwreate the sense of caring communities that we have 
ost largely through oui emploprment mobility, separating the fami- 
liM so that they are not oftsntunes in proximity to reasonable care 
and then to the employment of women, the caregivers who have 
Deen lost, bo we are called on to recreate the sense of caring and to 
supmlement the services that are needed. 

We have not begun to recognize the tremendous potential that 
resides among the older persons retiring at 55 or 60 and hving an- 
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other 20 to 25 years. Tiey are largely not employed to anywhere 
near their potential. I think we need to mal^e a great effort to en- 
courage community-based programs involving the churches and 
particularly involving older adults in the responsibility of provid- 
ing the family support programs that are so much needed to sup- 
plement or complement the government services. 

Mental health programs and area agencies on aging provide the 
kind of services that are needed, the information, education, train- 
ing, counseling— being trained in these areas. 

I have personally been involved in helping older adults. They can 
trained to help families. So that is one great need that can be 
met. They can provide the kinds of respite care that is so desper- 
ately needed, as has been cited, and they can help in the day-to-day 
tasks, the transportation and home care kinds of things. 

These kinds of services are not available and will not be a\ li- 
able unless we have a completely socialized system in direct gov- 
ernment services, and I don t think we ought to look to that. They 
are not available often from paid services. 

In my suburban community, it is almost impossible to get the 
services needed in this home support. So this is the direction that I 
see as absolutely necessary if we are to have the kind of caring 
communities that are needed to support this. 

The government role in this, as I see it, well, it is like training 
communities and helping persons to help themseVes. According to 
the old adage, you give a man a fish and you nave given him a 
meal for a day; if you teach him to fish, he is set for a lifetime. The 
government role is in promoting, supplementing. We have the de- 
partments and agencies to facilitate a system in the development of 
these community programs. And then in the area of some kind of 
help for catastrophic long-term illness that is so devastating, there 
is a definite role for the government in that respect. 

In summary, the community-based programs involving churches 
and older adults principally are the major resources and this would 
be the direction that I would recommend to your consideration. 

Thank you very much. 

Chairman Miller. Thank you. 

[Prepared statement of Julius Knox Singleton follows:] 
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PREP/.RED Statiment OP Juuus Knox Singleton, Burke, VA 



My nuw . s Julius iCoox Singleton. I spprvcUta thi opportunity to 
porsMot a tri«f tasiisony oo on* of tht wry iaportant utttars cosing ot- 
for» this co«iitt««. I understand tt»t ths priasry focus st this point 
in your hssriii«B is oo tht situstioo that Many sdtdt chUdzsn, ssptcially 
voMo, find thsuslvss in wten thty srs conftontsd with tht nssd to ^ive 
spscisi sttsotion to thsir S4;in4 psrsnts st ths ssas tiss that timy havs 
a ayriad of othsr fully, vork and social r«sponsiUJ.itiss . 7hty ars 
?ropsrly latslsd ths "sandwich ^n«ration", and thty nsMl htlp. 

Before I proceed with soee nopefully htlpful suff^tetions, I think 
: inouid orlefly describe ay qualificaUon to speak o. this suc^eci. 
After thirty years of Federal Service as an electronic engineer, I becaae 
a professional counselor specialising in ths concerns of aging. Jince 
1981 I have served on ths Fairfax County Coaaission on Aging, including 
two tens as Chair. I currently servs as ctMioun of ths Volunteer 
Devsl)pMBt CoMlttee of ths CoaBlssion. In April, IS^, I orgariied 
the all-volunteer Springfield. (VlrginU) Infonation and Counseling for 
cader Adults and Thslr /saUiee vhich I continue to coordinate. 

from my lifs and profeaaional sxperienee, I wlU liait ay rr marks 
to the queation of '*Kow can ws help adult children, expeelaUy ths wqmb, 
who have to care for aging parents along with thsir taany ofh«B responsi- 
oilities?" To be helpfUl hb 9ust first understand thsir needsi and thsir 
needs are many. ( msse need states^ats characterise ths group as a whole; 
-^ere are indlvUudl excepUons, of course, ."he stateaents are ths 
srUfesi suaaaries I could write. To fuUy ticplicate then would require 
a :j11 cnapter. 1/ not a oook. on each need.) 

1. rbey need inforaation, education* and counseling on wide range 
/of coocema (health care, living arrangeMnta, financial, legal faaUy 
relationships, etc.). 

2. They need reeplte from thslr caregivlng rseponsitrti'*ijs if 
their Physical and aental health is to be Maintained. 

3 . They need aeaist jice with sany of ths caregivi-vg tasks that 
they are called on to render. 

They need financial assistance when their incone is limited 
and the cost of care exceeds the financial resources of their parents, 
floncemlng these needs, it is ay strong opia^on thati 

Adult children cannot cope with aultigererational dependent care 
alone. The involveaent of volunteers and coMunlty -baaed services .ire 
critical to aUeviating ths atreee of the '•sandwich generation", parti- 
alarly the wjaen in the aiddle. There is a definite liaitation in 
what govema-ent prograaa can and should do in the wa-, of huaan services. 
Jov«maent progrsaa shouJ ' proaote ths developMnt of coaaunity-bssed 
privste and volunteer services. 
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a. rhm is 4 hu^t vwtroix of undarutillwd old«r tdvats that 
nM4t to b» Mployvd in umAiI w«rJi, ••pMiiU.7 telpiii« faaili«a. 
Policy — tniii «t all l«v*la of gj^rmmat ntad to racogniw and utiliat 
tha traaa^ufi potential of tte collaetiva body of oldar adulta. Thair 
s«rvieaa should Ineluda ptar aupport for oldar sdulto, raapita cm for 
faaily cazagtvw. child car<^, iaforaaUoa and counaallng, .hoaa uod 
tealtb cara, adiacation, ato. aajority of thia aarrica Mould com 2^ 
voluntaara. Thoaa who ntad auppXaaantal iaooaa could Taoaiva aodaat t— 
from fuOlitaa Mho could ^.fford to pay. 

C. In addition to cazdac ^or a^ing paranta, tha faaily today «a in 
naad of a variaty of faa.ly support prosraaa, .lany of :.hi0i^ can ba da- 
livaxad hy oldar voluataara. ThU would pvovida an intarsoaaratiooal 
anviroflBaat that would hava a poaitiva affiMt on faailiaa ^ sarva to 
stran^thas thaa* 

D. Strong aiicoura«»asnt should bs sivan to hMping tht aldarly ovt 
of institutiona a»apt in thosa inataneaa wfarra it ia claarly lapraotijal 
undar tht axiatiag faaily cireuaataneaa and tha hsalth cara naada of tht 
•Idar. .ioaa haalth cara iaau^Moa, and poaaihly tax cradit ineantivaa, 
soouid ba providad vhara ooadad to avoid aora axpsaaiva and laaa daairaU.t't 
foraa of cara. AMza inatitutionaUntioB oacoaoa nacaaaary, govamaant 
spooaozad- iaauraaca prosraaa should lorotaot tha individual aud his/har 
faaily froa paupariaation dus to ths axorbitant cost of lons-tara inati- 
tutional cars. 

rhaaa ars tha principal pointu that I would rseoaaand for your 
conaidarat^on. X will bs plaaaad t3 try to aaawar any quaationa that 
you aay ha .a. Thank you again for tha opportunity to coaa bafora you. 
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Chairman Miller. Ms. Frances. 

STATEMENT OF DOROTHY FRANCES, FRIENDLY VISITOR, RETIR- 
EE SERVICE DEPARTMENT, INTERNATIONAL LADIES' GAR- 
MENT WORKERS UNION, NEW YORK, NY 

Ms. Frances. Good morning. My name is Dorothy Frances and I 
am 63 years old and a retiree of the International Ladies' Garment 
Workers Union from New York City, where I am employed by the 
union as a Friendly Visitor. 

As a Friendly Visitor, I visit retired members of the ILGWU, in- 
cluding some who are shut in and who depend on us to help with 
their daily living activities, such as shopping, doctor's appoint- 
ments, paying bills and so on. 

^ retirees. They are mostly 

women— 89 percent, their average age is 75 but most of the retirees 

see are in their 80s or 90s, and their income is sometimes so low 
that " ley have to skimp jui:* to have life for another year. It keeps 
theru gomg to know they can still save for tomorrow. It is frighten- 
ing for them to think that since they have gotten older, they need 
someone to help them. 

Most of the retirees I see have children but they don't live in 
New York. They will call or come to visit, but sometimes only once 
a month or even once a year. And a lot of them don't see their chil- 
dren from one year to another. Anyway, now that the children are 
grown, the parents don't want to worry them with their problems. 
They feel they are intruding into their lives. 

I have a blind retiree who calls me a lot. Last week I took her 
shopping for underwear for next winter. She waited for bargains 
and we went downtown to Delancey Street and put in a supply for 
next winter. She is depressed in the last year since she went blind, 
bhe is 78 years old and she has a son but she sees him only on holi- 
days. She has been very independent all along and her son has a 
family of his own, teenagers, and even if he might come and help 
her out more often, she doesn't like to bother him. 

It is people like this who depend on us, the Friendly Visitors, for 
almost everything. Mostly they are lonely and longing just to spend 
a little time with you. 

Have you ever visited retirees and they tell you when they go to 
bed at night they pray and ask God to take them in their sleep? I 
hear tais very often. People like this who depend on us. Friendly 
Visitors, are very lonely day and night. Some nights when they 
can t sleep, they will call me and we talk a while. My husband 
calls them my children. 

So I think we help all the family, not just the retirees, because 
we help people to stay more independent. The parents, children. 
Sometimes it is even sisters, nephews, nieces, can call us if they 
need us and we are there. The children, who have their jobs and 
their famihes, need time for themselves, too, without feeling sruiltv 
about mother or father. 

I visit many retirees who take care of their husbands and it is so 
hard for them. Their income is maybe $5.00 above Medicaid and 
they can t get help. The burden is only theirs. 
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Some of the retirees I see take care of their grandchildren. They 
come to their house after school or the grandparents pick them up, 
if they are able. They feel they are heipinff their children and it is 
a way for the children not to have to pay for daycare. I have found 
one or two, vou feel sorry for them because they have alreadv 
raised their children and now thev feel burdened by the grandchil- 
dren. They have no time to take care of themselves. We, the 
Friendly Visitors, will always find time for her. 

We take a lot of our retirees to the doctor at the ILGWU Health 
Center. We have good doctors for just about everything. I hope one 
dav we will have a dental clinic. I am proud to see our members 
take advantage of what our union built for us. One day I saw a re- 
tiree at the health center. She seemed to be in her BOs. She was 
pretty frail. She couldn't have made it there bv herself. She seemed 
to be with her grandson. He was about 22 or 23, but I think he was 
an addict. You could see it just by looking at him. He was very at- 
tentive to his mmdmother, but I womed about her having to 
depend on him. I felt sorry for her. This was the second time I had 
seen her there. 

We have retirees that live in old tenement houses with no eleva- 
tors, some on the fifth and sixth floor. Thev cannot get out and 
must depend on somebody for all their needB. They often ask us, 
where can we get a doctor for a house call. Today our retirees who 
can do for themselves are afraid to go out in the streets alone. 

We even have situations where two generations of our retirees 
need our help. A daughter, 62 years old, an Italian lady, is fl[oinff to 
have to stop working, even though she loves her job in the Gar- 
ment Center. She lives with her mother, who is about 85, and they 
just told her she has Alzheimer's disease. Up until now the daugh- 
ter has been going to work, leaving food in the refrigerator. Now 
the mother is setting much worse. She throws food around and 
spits on everything in the house. So the dauffhter says she will 
retire very soon to take care of her mother. She feels she can at 
least do this for a while because her only child is grown up, but she 
told us already that she has no life of her own. She won't be able to 
go out. She is afraid she will lose ker friends. If they need me to, I 
will stay with the mother for a bit. 

I think it is very, very bad that retired people work all their lives 
to stay independent and then, when they get to retirement or they 
get sick, the government doesn't allow them to have more than a 
certain amount of money in the bank. Four, five, six thousand dol- 
lars is so littie. But when they are denied care, they can't qudify 
for something like Medicaid, it is ridiculous. I hope you will be able 
to help these people. I know that we worked all our lives to retire 
and we worry more and more what we will find ourselves in when 
we wake up tomorrow. 

Without my union I wouldn't be where I am today. The union 
helped me to live like a decent person, to survive and live a better 
life. That is what our FViendly Visiting Program does for us when 
we are retired. 

The Retiree Service Department is 22 years old and we have pro- 
grams for our retirees across the country. Friendly Visiting is our 
largest service, but we are there for our retirees in many other 
ways: concerts, classes. 
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We are ^ways very active in our state and federal government, 
too, with the guidance of our Legislative Representative, Evelyn 
Dubrow, and we had better be. 

^e union doesn't forget us and we would never forget them 

Thank you for inviting me to speak this morning. I want to tell 
you that as long as I am needed, I will stay with my Retiree Serv- 
ice Department, and if I have the health and strength I wiU be 
there to try to make someone else happy. 

I would like to thank Judith Wyman, our Associate Director, 
who is with me today. 

Thank you. 

Chairman Miller. Thank you very much. 
[Prepared statement of Dorothy Frances follows:] 
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Prepared Statement op Dorothy Frances, Retiree of the International Ladies 
Garment Workers Union, New York dry 

Good morning: My name is Dorothy Frances, and I am 63 years 
OLD AND A RETIREE OF THE INTERNATIONAL LADIES' garment WORKERS' 
UNION FROM NEW York City; where I am employed by the Retiree Service 

DEPARTMENT AS A FRIENDLY ViSlTORi 

As A Friendly Visitor we visit retired members of the ILGWU^ 

'NCLUDING those WHO ARE SHUT-IN/ AND WHO DEPEND ON SOMEONE TO HELP 
WITH THEIR DAILY LIVING ACTIVITIES SUCH AS SHOPPING. DOCTORS APPOINT- 
MENTS. PAYING BILLS AND SO ON, 

LET ME TELL YOU A LITTLE ABOUT OUR RETIREES - THEY ARE MOSTLY 
WOMEN^ THEIR AVERAGE AGE IS ABOUT 75 YEARS. MOST OF THE RETIREES I 
SEE ARE IN THEIR 80'S OR 90'S AND THEIR INCOME MOST OF THE TIME ARE 
VERY LOW; CAN YOU IMAGINE TODAY SOME INCOMES ARE $300.00 OR LESS A 
MONTH. THEY HAVE TO SKIMP AND DO WITH VERY LITTLE TO HAVE SOMETHING 
LEFT FOR TOMORROW. IT'S FRIGHTENING FOR THEM TO EVEN THINK OF TODAY. 
AND WORRY ABOuT WHAT TOMORROW WILL BE. 

Most of the retirees I visit have children who live out of the 
New York aria; some in the suburbia of New York. They will phone or 
visit when they can find the time^ but a lot of them don't have the 
TIME. They have their own problems^ their jobs, their family and 

THE RETIREES DON'T WANT TO WORRY THEIR CHILDREN. THEY FEEL THAT 
THEY ARE INTRUDING INTO THEIR LIVES. 

I HAVE TWO BLIND RETIREES. LAST WEEK I TOOK ONE SHOPPING FOR 
CLOTHES FOR NEXT WINTER. WE WENT TO DELANOY STREET WHERE WE COULD 
FIND BARGAINS. ShE IS A VERY PROUD AND INDEPENDENT PERSON AND NOW 
THAT SHE IS BLIND AND HAS TO DEPEND ON SOMEONE FOR ALMOST EVERYTHING. 
SHE IS VERY. VERY DEPRESSED. MOST OF THEM ARE. HAVE YOU EVER VISITED 
RETIREES AND THEY TELL YOU WHEN THEY GO TO BED AT NIGHT THEY PRAY AND 

ASK God to take them in their sleep. I hear this very often. It's 
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PEOPLE LIKE THESE WHO DEPEND ON US. THE FRIENDLY VISITORS FOR 
ALMOST EVERYTHING. THEY ARE LONELY DAY AND NIGHT. SOMETIMES AT 
NIGHT WHEN THEY CAN'T SLEEP. THEY WILL CALL ME AND WE TALK AWHILE, 
My HUSBAND CALLS THEM MY CHILDREN. 

I THINK AS A Friendly Visitor we not only help our retirees, we 

ALSO HELP THEIR FAMILIES WHO CAN'T BE CLOSE TO THEM. WE HELP THEM 
TO BE INDEPENDENT OF THEIR CHILDREN. 

Some of our retirees take care of their grandchildren. If they 

ARE ABLE/ THEY PICK THEM UP AFTER SCHOOL. DAY CARE IS VERY EXPENSIVE 
AND THEIR GRANDCHILDREN NEED SOME PLACE TO STAY AFTER SCHOOL, THEY 
FEEL THEY ARE HELPING THEIR CHILDREN, BUT MOST OF THEM ARE NOT 
CAPABLE, 

We have a situation where two generations of our retirees need 

OUR HELP. A DAUGHTER 62 YEARS OLD IS ABOUT TO RETIRE FROM HER 
EMPLOYMENT IN THE GARMENT DISTRICT, WHICH SHE ENJOYED, TO TAKE CARE 
OF HER MOTHER WHO IS 85. ThE DOCTOR INFORMED THE DAUGHTER HER MOTHER 
HAS ALZHEIMERS DISEASE, SHE TOLD US ALREADY, SHE HAS NO LIFE OF HER 
OWN, SHE WON'T BE ABLE TO GO OUT AND SHE'S AFRAID SHE'LL LOSE HER 

FRIENDS, The mother is in a situation where she has to be taken care 

OF FOR ALL OF HER NEEDS, AFTER STRUGGLING TO RAISE HER SON, SHE NOW 
HAS TO FIND TIME FOR HER MOTHER. If EVER SHE NEEDS A HELPING HAND 
WITH HER MOTHER, WE, THE FRIENDLY VISITOR WILL ALWAYS FIND TIME FOR 
HER. 

We take a lot of our retirees to the doctors AT THE ILGWU Health 
Center, We have good doctors for just about everything. I hope one 

DAY WE WILL HAVE OUR OWN DENTAL CLINIC. I AM PROUD TO SEE OUR MEMBERS 
TAKE ADVANTAGE OF WHAT OUR UNION BUILT FOR US. ONE DAY, I SAW A 
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RETIREE AT THE HEALTH CENTER. ShE SEEMED TO Be IN HER 80'S. 

She was pretty frail and she couldn't have made it there by 
herself. i think she was with her grandson. he was very 
attentive to her, but you could see he was a drug addict. 

We have retirees that live in old tenament houses with no 



ELEVATOR. SOME ON THE 5TH AND 6TH FLOOR. THEY CANNOT GET OUT AND 
MUST DEPEND ON SOMEONE FOR ALL THEIR NEEDS. THEY OFTEN ASK US 
WHERE CAN WE GET A DOCTOR FOR A HOUSE CALL? TODAY. OUR RETIREES 
WHO CAN DO FOR THEMSELVES ARE AFRAID TO BE OUT IN THE STREETS ALONE. 

Without the union, I wouldn't be where I am today. The union 

HAS helped me to LIVE THE LIFE OF A DECENT PERSON - TO SURVIVE AND 

live a better life. that's what our friendly visiting program does 
for us when we're retired. 

The Retiree Service Department is 22 years old and we have 
programs for our retirees across the country. friendly visiting is 
our largest service and we are there for our retirees in many other 
WAYS; CONCERTS. HEALTH CARE CLASSES. OUTINGS AND VACATION INFORMATION. 

We are ALWAYS VERY ACTIVE IN OUR STATE AND FEDERAL GOVERNMENT 
TOO WITH THE GUIDANCE OF OUR LEGISLATIVE REPRESENTATIVE EVELYN DUBROW. 

WE BEHER BE. 

I THINK IT'S VERN. VERY BAD THAT RETIRED PEOPLE WORK ALL THEIR 
LIVES TO STAY INDEPENDENT AND THEN WHEN THEY GET TO RETIREMENT OR 
THEY GET SICK/ THE GOVERNMENT DOESN'T ALLOW THEM TO HAVE MORE THAN A 
CERTAIN AMOUNT OF MONEY IN THE BANK. FOUR. FIVE. SIX THOUS'VK') DOLLARS 
TODAY IS SO LITTLE; BUT WHEN THEY ARE DENIFD CARE. THEY CANNOT 
QUALIFY FOR MEDICAID - IT'S RIDICULOUS. I HOPE YOU'LL BE ABLE TO 
HELP THESE PEOPLE. I KNOW THAT WE WORKED ALL OUR LIVES TO RETIRE IN 
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DIGNITY AND NOT WORRY OURSELVES ABOUT THAT TOMORROW. THE UNION 
HAS NEVER FORGOTTEN US. AND WE WILL NEVER FORGET THEM. 

Thank you for inviting me to speak to you this morning. I 

WANT TO TELL YOU THAT AS LONG AC I'M NEEDED. I WILL STAY WITH MY 

RETIREE Service Department, and as long as I have the health and 

THE STRENGTH. I WILL BE THERE TO TRY TO MAKE SOMEONE ELSE HAPPY. 

I WOULD LIKE TO THANK JUDITH WiNEMAN. OUR ASSOCIATE DIRECTOR. 
WHO IS WITH ME TOD^Y. 

THANK YOU. 
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Chairman Miller. Mr. Nestor. 

STATEMENT OF AL NESTOR, DIRECTOR, FRANCONIA FAMILY 
THERAPY CENTER, ALEXANDRIA, VA 

Mr. Nestoe. Mr. Chaiiman, I am pleased to be part of these cere- 
monies today with these great colleagues. 

I have been in the mental healtii profession for 15 years— 11 
years in the Fairfax County Community Mental Health Gfystem as 
a pcQTchotherapist and Adidt Coordinator of Services, and for the 
lait four years as a marriage and family therapist in private prac- 
tice. 

It is my intention in this testimony to present the family systems 
approach when dealing with pioblems within the family structure, 
with special attention given to "women in the middle." 

In his book, ''Families and Family Therapy," Salvador Minuchin 
cites a well-known story of a little girl, namely, Alice, who finds 
herself growing larger as the room that she is in in Wonderland 
grows smaller. He states that some therapists may concentrate on 
trjring to change Alice, while a family therapist who regards the 
notion of structural or systems theory would try to assist Alice to 
chan^ within the context of her room. 

This simple illustration helps to point out what there 'sts have 
recognized for the last 40 years, that individuals are pari of a social 
system^ which usuallv takes the form of a family, and about half of 
all visits to penrchotherairists, according to the Harvard Medical 
School Mental Health Letter, arise froir voblems within the mar- 
riage and/or family. 

The systems theory approach to families with problems flows 
from general systems theoiy. Simply stated, all human life can be 
arranged hierarchically, which may assume many different con- 
figurations. Consistent to this theory would be that all pcuts of the 
system are interdependent. The best visual example of this concept 
would be the mobile; when one part of the mobile is added, taken 
away or manipulated, it affects the whole. 

Family systems create boundaries which have the purpose of 
maintaining its integrity and homeostasis. These boundaries are re- 
flected in the way that the family system interacts with the envi- 
ronment and is able to adjust to change as a result of internal or 
external pressure. It is common for uie family to enter therapy 
through tne offering of an "identified patient, who then calls at- 
tention to the problems within the family as a whole. 

Problems occur for families when the system is not able to make 
the necessary adjustment to change or demands placed on it from 
either the internal or external environment. An example of this 
type of situation may be found in the alcoholic family system that 
maintains a rigid boundary in order to protect the family secret 
from being discovered. An increuible amount of internal conflict 
can occur due to their distorted attempts at communication and 
problem resolution without the benefit of outside intervention. 

It is interesting to note that tihe emphasis on ''women in the 
middle" bc^dns to d3scribe for us a family system with a hierarchal 
structure, when we think of possible arrangements for this config- 
uration, it may include a spouse as head of household, or an elderly 
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parent ina;r assume this position, rendering both husband and wife 
the midpomt between this aging parent and their own children. 

However, according to the literature, it seems to be women who 
provKte the buffer. R. Bemady, in "An Important New Family 
Issue, stat^ that, "Of the eight million Americans who provide 
some level of care to an elderly relative or friend, most are daugh- 
ters; their average age is 46." 

The article further states that one in three of the 1.2 million 
women who provide care for the severely disabled work outside the 
home full-time, are more apt to be blue collar workers and less apt 
to be able to afford outside assistance with housework or child care. 
Not only are these women providing care for the disabled and el- 
derly, they are more than likely also providing both financial and 
emotional support for their own children. 

So what ani I seeing in my practice as a result of this "squeeze"? 
To b^fin with, it would be foolish of me to only deal with the 
woman. I must see her in context to her family ^sbem and evalu- 
ate from a total svstem perspgctive: What is the structural ar- 
ranroment within the famfly? Who assumes what role? What is the 
family s mechanism for handling internal and external demands on 
the system? 

I must attempt to de-focus from "fixing Alice" to focus on the 
context of her existence, namely, the family. 

To begin with, we have to start asking the right questions. Too 
often, ourinformational system does not allow for qualitetive re- 
sponses. The typical apphcation for assistance may ask marital 
status but does not regard the quality of the response. If separated 
IS circled, does this mean l^al separation where there is property 
agreement and financial assistance? Does the form get at the nu- 
ances that can occur with other members of the family such as dis- 
^iliQr which can require added time and expense on the part of 
the care provider? 

If there is a section of the form for qualitetive responses, is 
anyone paying attention to it, and is there a way to know if this is 
happening? 

An example from my caseload would include a mother of four 
children whose husband is unable to live with the family due to the 
resulte of a brain tumor. When she filled out a form in the recent 
past for federal assistance, she was told by three separate people 
whose job it was to administer the form to disregard the additional 
mfonnation section because th^ never pay attention to it. 

It w important to know that not only is she providing emotional 
and financial assistance to her impaired husband, but ^e also has 
donated one of her kidneys recently to her daughter, who must 
remam at home due to her illness, and both of her youi^gest sons 
have profound learning disabilities. Is anyone paying attention to 
the needs of this woman within the context of her total family 
system? 

It is not surorisin^ to me that this woman, in her role of caretak- 
er for husband and unpaired children, feels an additional source of 
stress from the demands of outside agencies. 

We must also provide anticipatory support for women in the 
middle to prepare them for the demands of the outside agencies 
that they may have to deal with. We must continue to support the 
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many women's centers that are attempting to provide this advoca- 
py through taking into consideration the needs of the total family 
qrstem and making referrals and recommendations that are appro- 
priate to their unique set of circumstances. 

We must elaOf through our educative process of television and 
radio, encourage families to communicate with each other regcud- 
ing the special types of stresses that face families that are dealing 
with elderly parents, disabled family members, and reality that 
the women are providing most of the emotional and financial sup- 
port 

We need outpatient brief family therapies available for everyone 
that will also provide medical help. As we have asserted earlier 
this morning aiid other testimony has been, certainly I would 
concur that the schools and churches and civic groups can make 
tremendous progress and inroads in this. Lay counseling, mother^s 
day out, child care co-ops, the warm Unes, the hot lines, for dealing 
with aging, and dealing with parenting issues, information systems. 
Organizations like the Cornelia Foundation that we have in Fran- 
conia, Virginia, where churches are working together to provide a 
full range of services. The adult care, day care centers, providing 
backup for an elderly adult during the day so that the family will 
get a respite and opportunity to work themselves. 

In all, we are talking about keeping the family together and pro- 
viding hope for them at the point of stress, and seeing stress as an 
opportunity for creative growth and change. And also, alert to the 
warning signals that can deeply disturb a family emotionally, and 
physiccdly. 

I hope these brief comments convinced you that we must look at 
the woman in the context of the family and supporting program- 
ming that will addn^ the needs of the individuals within that 
family system. These values need to be taught on every level. I 
never met a man or woman for that matter, on her death bed that 
have said to me, AI, I really should have spent more time at the 
office. Those are the kinds of values that we need to be teaching at 
all levels. 

Thank you. 

[Prepared statement of Al Nestor follows:] 
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PscpAEiD Statbment OF Al Nkstor. LCSW, Director. Franoonu Family Therapy 
Center, Alexandria, VA 

INTRODUCTION! 

I would like to thank the committee for the 
opportunity to testify at this hearing. I have b^en 
a mental health professional 15 years - 11 years in the 
Fairfax County Community Mental Health system as a 
psychotherapist and Adult Co-ordinator of Services, 
and for the last four years as a marriage and family 
therapist m private practice. It is my intention m 
this testimony to present the family svstem^, approach 
when dealing with problems within the famil/ structure, 
with special attention given to "women in the middle". 

DISCUSSION; 

In his book. Families a nd Family Therapy . Salvador Minuchin 
cites a well known story of a little girl, namely Alice, who 
finds herself growing larger as the room that she is m 
in Wonderland grows smaller. Hp states that some therapist 
may concentrate on trying to "change Aljce", while a family 
therapist who regards the notion of structural or systems 
theory would try to assist Alice to change within the context of 
her room. This simple illustratiou helps tu point out 
what therapist have recognized for the last 40 years - individuals 
are part of a social sysLcii which usually takes t.'ie form 
of a family, and about half of all visits to psychotherapists, 
according to the Harvard Medical School Mental Health Letter, 
arise from problems within the marriage and/or family. 
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Sjrsttims theory approach to fanilies with problems 
flows froD general systena theory. Sinply stated, all 
human life can be arranged hierarchiacally which may 
assume many different configurations. Consistent lo 
this theory would be that all parts of the system are 
interdependent. The best visual example of this concept 
would be the mobile " when one part of the mobile is 
added, taken away or manipulated, it affects the whole. 

Family systems create boundaries which have the 
purpose of maintaining its integrity and homeostasis. 
These boundaries are reflected in the way that the family 
system interacts with the environment and is able to 
adjust to change as a result of internal or external 
pressure. It is common for the family to enter tnerapy 
thru the "offering" of an "identified patient" who then 
calls attention to the problems within the family as a 
whole . 

Problems occur for families when the system is 
not able to make the necessary adjustment to change or 
demands placed on it from either the internal or external 
environment. An example of this type of situation may 
be found in the alcoholic family system that maintains 
a rigid boundary in order to protect the "family secret" 
from being discovered. An incredible amount of internal 
conflict can occur due to their distorted attempts at 
communication and problen resolution without the benefit 
of outside intervention. 
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It is interesting to note that the emphasis on 
"women m the middle" begins to describe for us a family 
system with a hierarchial structure. When we think 
of possible arrangements for this configuration it may 
include a spouse as "head of household", or an elderly 
parent may assume this position, rendering both husband 
and wife the mid-point between this aging parent and 
their own children. However, according to the litereture, 
It seems to be women who provide the buffer. R. Bernady 
in "An Important New Family Issue" states that "of the 
eight miUioi Americans who provide rorae level of care to 
an elderly relative or friend, most are daughters; their 
average age is 46". The article further states that 
one in three of the 1.2 million women who provide care for 
the severly disabled work outside the home full time, are 
more apt to be blue collar workers and less apt to be able 
to afford outside assistance with housework or child care. 
Not only are these women providing Ccire for the disabled and 
elderly, they are more than likely also providin, both 
financial and emotional support for their own children. 

So, what am I seeing in my practice a^ a result of 
this "squeeze"? To begin with, it would be foolish of me 
to only deal with the woman. I must see her in context to 
her family system and evaluate from a total system prospective. 
What IS the structural arrangement within the family? Who 
assumes what role'^ What is the families mechanism for 
handling internal and external demands on the system. I 
must attempt to de-focus from "fixing Alice" to focus on 
the context of her existence - namelv the family. 
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RECOMMENDATIONS : 



To begin with, we have to start asking the right 
qutstions. Too uiten, our informational system does 
not allow for ''qualitative" respinses. The typical 
application for assistance may ask narital status but 
doea not regard the qualitv of the response. If "separated" 
is circled, does this mean legal separation where there 
is property agreement and financial assistance? Does 
the form get at the nuances that can occur with other 
flembers of the family such as disability which can require 
added ti&«e and expense on the part of the care provider'' 
If there is a section of the form for qualitative responses, 
is any one paying attention to it and is there a way to 
know if this is happening. An example from my ca.se load 
would include a mother of four children whose husband 
is unable to live with the family due to the results of 
a brain tumor. When she filled out a form in the recent 
past for federal assistance, she was told by three seperate 
people whose job it was to administer the form to 'disregard" 
the "Additional Information" section because they "never 
pay atten^'ion to it". It is important to know that not 
only is she providing emotional and financial assistance to 
her impaired husband but she also has donated one of her 
Kidneys recently to her daughter who must remain at home due 
to her illness, and both of her youngrst sons hdve profound 
learning d i sa bi bl i t ies Is anyone paying attention to the 
needs of this women within the context of her total family 
s;stem' It is not surprising to me that this women, in her 
role of caretakt for husband and impaired children feels an 
additional source of stress from the demands of outside agencies. 
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We must also provide anticipatory support for 
woaen in the middle to prepare them for the demands 
of the outside agencies that they may have to deal 
with. We must continue to support the many Womens' 
Centers who are attempting to provide this advocacy 
thru taking into consideration the needs of the total 
family system and making referrals and recommendations 
that are appropriate to their unique set of circumstances. 

We must also thru our educative process of 
television and radio encourage families to communicate 
with each other regarding the special types of stresses 
that face families that are dealing with elderly parents, 
disabled family members and the reality nhat the women 
are providing most of the emotional and financial 
support. Perhaps this would help to "open up" the 
fixed boundaries that we have even around social systems 
such as churches and civic groups to make them aware 
of the problem and give them specific ways to offer 
assistance. One excellant example of this would be 
Meals on Wheels whicn allows the elderly to remain at 
home with full assurance that meals will be available. 
Another example of a program that has given some relief 
to thp "woman in the middle" would be the Adult Day 
Care Centers which allow the care provider of an 
elderly adult respite or a chance to continue employment 
knowing that their loved me would be well cared for. 

I hope these brief remarks have convinced you that 
we must look at women in context to their families and 
support programming that would address her needs within 
her family syste 
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Chairman Millkr. Thank you very much. 

A^;ain, I am somewhat struck by the testimony and of the infor- 
mation that you provided. In these instances, I am always struck 
by children who are put in difficult situations. Essentiallv through 
no fault of their own, something goes wrong and the child finds 
that tihey are in an institution or foster home or whatever. Here 
you find whole families that, because of an event that they essen- 
tially have no control over, are thrown into a crisis. This doesn't 
mean that they won't survive that crisis, but it is in fact a crisis. 

And you know, somebody once commented that one of the thin^ 
that set us apart from maybe more mature societies, or other soci- 
eties in the world today, was that we were the onlv country that 
had three generations of housing. Our parents lived in one house, 
we lived in another, and our children hved in an apartment while 
th^ were at school or what have you. And you know, that was the 
continuation of ''Go West young man.'' That was the opening of the 
fh>ntier, generations would be separated and away from one an- 
other. 

In our family, somebody in Missouri picked up when they were 
16, right after they were married, walked across the country in the 
1840s to go to California. You get a sense from astronomy, that we 
are going to Super-Nova and we are about to come back to our- 
selves. Our children are moving back in after college because they 
haven't found employment to sustain shelter. Parents are making 
adjustments to do that. This is really a substantial and dramatic 
change for the family over where we were during the last 25 or 30 
years. I think we were here previously, when America was more on 
the East Coast, if you will. 

Yet, the other thing that strikes me about this crisis, running 
through the testimony here, is how a little bit of help can be lever- 
aged into a dramatic change in the outcome of that crisis. A couple 
of hours a week of respite allows somebody to maintain their 
mental health and not become an abusive individual within the 
family. 

A little bit of counseling might provide the tools for dealiM with 
the dying patient or a child who doesn c understand. Yet finally, 
through the previous panel's testimony, and yours, is the notion 
that in many instances, that help is just very difficult to secure, 
whether it comes from a private agenc^ or volunteers, or especially 
from the government. Iryin^ to find that particular service to 
allow this Family to survive tms crisis in every sense of the word, is 
difficult. 

There is such a terrible mismatching ^oing on here. I remember 
when we first had a hearing in Anaheim, in Orange County, on 

f parents of severely disabled children and a woman came and testi- 
ied to us about respite care, and then she told us that she had 
taken up all of her respite care for two months to give us the testi- 
mony. If you ever felt guilty in your life, try that one on as a 
member of Congress. 

She talked about what it meant to be with your child and love 
your child and to be so intensely engaged with the severely dis- 
abled child day and night that there was really no distinction. 
There was no distinction between day and night or 24 hours, what 
have you. Then to simply have one or tv/o hours to yourself be- 
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ca\m somebody can come in and slay in the house for a minute 
and you can go out and simply do something for yourself. Yet that 
IS not readily available. In California, we finally have some kind of 
respite care to help these individuals, but it is very sparse. 

Let me ask you about the familv survival project. You talked 
about resource care for families of brain damaged adults. Many 
yenrs ago when you were first starting I spent the morning with a 
cor pie of famihes, and one was a young boy I think who had a mo- 
torLycie accident. Do you still provide services to trauma victims 
liiM* that— victims of automobile and motorcycle accidents? 

>is. KoFNBLATT. Yos. We found the people getting lost were those 
that wore not developmentally disabled or with a (Usability prior to 
ttie age of 18 or 21— it varies in the states— and they were not chil- 
dren who were somehow covered at least for education and health 
n elderly who were coming under aging services, or 

mentally ul. This particular group of people with brain impair- 
ments were not getting services based on any of the existing sys- 
tems. 

So, yes, we ere still, any brain impaired adult. 
Chairman Miller. Trauma cases. OK. 

You also talked about the California law that now provides re- 
gional resource centers. 

Ms. KORNBLATT. Right. 

Chairman Miller. You have merged with that in a sense? I 
mean, vour agency is part of the resources of that center. Have 
they taken away vour responsibility or is this made up of other vol- 
unteer agencies that are now the resources? 

Ms. KoRNBLATT. Family survival project was the one small model 
project m the late seventies, early eighties. And now, based on that 
model, the State Department of Mental Health has allocated $3.25 
million statewide to replicate that model at seven centers— soon to 
be eleven centers— throughout the rest of the state. 

Family survival project continues to be one of those sites and in 
addition, we have a new role, we are the statewide resource con- 
sultant to help those other centers start out. 

Chairman Muxer. You obviously at this point have some state 
resources. I assume the State is building on the model of private 
volunteer non-profit, involvement in these issues. Is that correct? 

Ms. KORNBLATT. Right. 

Chairman Miller. They are there to facilitate the involvement 
of the private voluntary centers, is that correct? 

KoRNBLATT. Largely it is state funding at the moment. 

Chairman Miller. What will be the outcome? You will have a 
resource center that will include 

Ms. KoRitiBLATT. Resource centers in 11 states— information, res- 
Pite care in the way of on contractual basis, subsidies to families so 
that they can hire respite workers, or enable their family members 
to go to day ^e centers, or spend a night or two on the weekend. 

Chairman Miller. Would you also refer them to an interfaith 
prqzram, to a church or community based program? 

Ms. Kdrnblatt. That is where the information part is. I heart 
someboclv ask for hospitals, residential facilities and programs that 
provide volunteers, counseling, support services. That is under the 
whole umbrella of information, respite care and support. 
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Chairman Miller. The resource center will become a facilitator? 

Ms. KoBKBLATT. Central clearinghouse for all this information 
and access to services. We do not want to develop new services. We 
want to develop consortia where existing services just can be ac- 
cessed or beefed up. 

C h ai r man Miller. Ms. Brody, you described a collision of demo- 
graphic statistics that should cause us great concern, including lon- 

S:evi1y of parents and single women working outside of the home, 
ewer children, and the elderly taking care of the elderly. Should 
we be alarmed? I mean, I guess I am, but some people say I am 
alarmed at anything. 

Ms. Brody. Well, I don't know that I would be alarmed about 
whether people have lots of children or a few. I think that is an 
option they ought to have. I think the situation is alarming be- 
cause we as a society have not moved with the times to develop 
new patterns of services to reflect these broad social changes that 
we are experiencing. 

I am not a bit alarmed about women working. I think as a 
matter of fact, that apart from the fact that women should have 

the right to work if they wish 

Chairman Miller. What I am asking is, in describing the recipi- 
ents, the users of this system, to give an expansive notion to tne 
system, you and others have described a rather tenuous, fiiBgile re- 
source. Yet it appears that demographics are working against the 
medntenance of this existing system. 

It doesn't appear that it is ^oing to work in a decade or five or 
twenty years. The resources, if they don't change something, are 
going to become even more fragile and more tenuous for people 
that need them. 

Ms. Brody. I don't think that we as a society can do it all. We 
can't prevent all families from experiencing stress. That never will 
be. I think that we have a responsibility to idleviate some of the 
conditions that cause them to nave stress to the breaking point. 
That, I think W(3 can do, if we have a solid S}rstem of long term care 
services. I think volunteerism, private agencies, and so on, can do a 
good deal, but it is the basic heavy services that we must have 
through social policy. 

Volunteers, as I am sure you will confirm, do an enormous 
amount of good, but they are not the ones who lift and turn bed 
fast older people who have bed sores. They don't change inconti- 
nent older people with Alzheimers disease, who wander out into 
the cold. That kind of heavy care that some of the older people 
have nowadays is being done by families and we have gone beyond 
the point where the families can do it all. 

In the same ways— I think Mr. Nestor will agree— in fact ther- 
apy and counseling for families who experience emotional stress is 
very helpftil, but that can't do it all either. Since he quoted a 
familv therapist, I will quote one of the earliest family therapists— 
Dr. Nathan Ackerman, who is now deceased, who wrote a line in 
his first book I will never forget. That line was: "You can not give 
therapy to a starving person or to one who is in dancer of fireezing 
to death. First, comes attention to those very basic dangerous con- 
ditions the person is experiencing." I don't remember the rest of 
the quote. 



5 



109 



ThiB 18 what I mean, that we must have that long term care 
system as a basis, so that your centers will have services to which 
to refer people. ITiere is no point in having a center doing informa- 
tion and referral or counseling if there are no services to reffer 
them to. There is no point in having low medicaid reimbursement 
for rotten nursing homes. We don't have the right, really, to have 
oversight and to demand good care, unless we as a society are will- 
ing to reimburse for that kind of care. 

I think that is the solid, rock bottom that we have to attend to, if 
weare gomg to live up to our reputetion as a caring society. 

Chairman Miller. Mr. Coats. 

Mr. Coats. I was intrigued by Dr. Johnson and by the Robert 
Wood Johnson Foundation program, and your description of it I 
dont Imow if the Johnson is the same as the Johnson in your 
nwne, but I commend that foundation and your involvement in 
what I think is an interesting and effective program. The concept. I 
think, IS sound. 

I have been involved with Big Brothers and Big Sistera for about 
^ years or so, and it is very much the same concept. It is going out 
i"***, enlisting volunteers to provide a limited, 

but I thmk effective, amount of help to those who need it. I was 
impressed with the scope of your activities. In looking at your map, 
the way you have covered the country with these projecte, I was 
unpressed with the response that you received. I can underatand if 
you are offering a $50,000 grant you will get a lot of responses, but 
what was mteresting was the fact that a hundred organizations 
were turned down, and went ahead anyway and developed the pro- 
gram. 

You then suggested that early seed money is needed to hire the 
executive director and put the program together, and to do some 
trammg. Basically, if that was available, you could dramatically, 
based on the responses you have had, you could dramatically 
expand this type of service. ' 

Now, you offered a $50,000 grant? 

Dr. Johnson. Yes. 

Mr. Coats. You said something about $20,000 of seed money. 
JKui? ^erential? Do we need $20,000 or do we need 
* i^r""/ ^ potential scope of this type of program? 

Dr. JoiwsoN. Well, thank you very much for your comments. 

•J "i®"^*'^ projects and volunteers are a little different, as I 
said. They are engaged in ministry. They do what they can and 
often get their hands wet. They are often the famUy friend of last 
rMort. Sixty percent of the people served live alone, and less than 
M percent are known to any formal agency. 

We are talking about the near poor, people who were not eligible 
for many services. About the money— the budget for 14 congrega- 

"^.IKn'^K together, with about 300 to 400 volunteere-comM to 
about $40,000 a year. About $12,000 to $15,000 of that is for a fiill 

•^S?>^''®*^''~*. P°°''^y P"^' dedicated person. Seed funds of 
^-^0,000 means that a coalition has about 18 months of having a fiill 
tune director in place; a lead time to get the income from the 
churches themselves, which comes to about a third of the total 
budget. And then at a later date to go to the ccanmunity in general. 
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What I am saying is that $40,000 a year is the average budget. 
That $20,000 is enough to move ahead. The first dollar, Mr. Coats, 
is extremely difficult to get in dealing with churches and syna- 
gogues, until the project has proven itself. 

Mr. Coats. Are the programs run out of the church itself? 

Dr. Johnson. By interfaith coalitions, a union of local, geographi- 
cally contiguous congregations, whether Jewish or Methodist or 
Roman CaUiolic. 

Mr. Coats. Do they typically operate out of the church facility? 

Dr. Johnson. Yes, and that is an ''in kind'' service. Basements of 
some churches are just marvelous. 

Mr. Coats. Right. 

Now, one thought that occurs to me is that the government, 
when we get into a l^^lative program for funding seed money for 
these kinds of things, or expanding the scope of there are almost 
daily confrontations with the church-state issue. The State of 
Washington, as I understand, involved itself in this. How have they 
avoided problems along those lines? 

Dr. Johnson. Well, as I pointed out in my written testimony, I 
think that this program and its services have many of the aspects 
of governmental programs in that they are available to all, regard- 
less of race or denomination, income or any other constraining 
factor. The State of Washington cut out direct payment for chore 
services and in response to public outcry restored money for volun- 
teer services at a much lower level. For example, a half a million 
dollars a year for the whole State of Washington. 

At this level of funding, the state is able to stimulate throughout 
the State of Washington volunteer ministries, which are interfaith 
groups. The money is maraged bv Catholic Community Services. 
Funding was first offered to the AAA, who declined. But it really is 
a very small amount of money— $15,000 to $20,000 per site. 

This state-supported program is an example of how you really 
are enriching the pool of services; you are stimulating volunteer 
groups to provide such services. As to the church-state issue, there 
is no evangelicalization, and one is not directly supporting a 
church service, but you are cooperating with fulfilling the mandate 
that most people of faith have, that is, to help one another. 

Mr. Coats. I suppose those demonstration grants, or that seed 
money, could obviously be made available to groups outside the 
Interfaith Coalition? 

Dr. Johnson. Yes, for Mrs. Frances' type jgroup— retired union 
group, or the community organizations Mr. Singleton was talking 
about. It strikes me— and I guess I have always had a problem with 
this—that we are overlooking a potentiallv vast resource of care by 
not encouraging volunteer projects, whether they are in day care 
or respite care or elderly care, or other forms of care. 

I think a third of the mothers have chosen churches to provide 
day care services for their children. Often what you find is that 
there is a volunteer or a worker that is willing to give more be- 
cause they have extra motives. And while $12,009 sounds a bit low 
for executive director of such an organization, you are probably 
eble to come up with talented people that are doing it for more 
than just money. 
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Mr. Coats. Okay, let me ask you this, Dr. Johnson. What is the 
potential— now you talk here about 120 million churchgoers, but 
reali^callv what is the potential of this? Am I too idealistic in 
thinking that the church will step in and fUl this gap, and there- 
fore government only needs to get involved in terms of the seed 
money and demonstration grants? What is your estimate of the po- 
tential that you are able to do? 

Dr. Johnson. Well, my estimate is that we have the minunum 
potential of promoting about 5,000 additional Interfaith Volunteer 
Caregivers projects in the 50 states. 

Mr. Coats. Currently how many are underway? 

Dr. Johnson. Well, there are many, but of the kind I am talking 
about there are probably some 500. 

Mr. Coats. So you can expand that tenfold, you think. 

Dr. Johnson. Yes. We know from our other activities— regional 
conferences throughout the country, where we have met with 
plenty of people who would want to do this. But it is that first 
dollar. We know the me:ket is there. And I would say that at a 
m i nim u m one could have, as part of the movement, some 5,000 
Interfaith Volunteer Caregivers projects in the United States. 

Mr, Coats. Those 5,000 then would serve roughly how many? 

Dr. Johnson. Well, it would be about 300 to 490 per project. That 
would be a conservative estimate. 

For instance, the Milwaukei^ project serves over 8,000 people 
each year. That is the Milwaukee Interfaith. 

But in the rural areas I think about 400 people per year would 
be about ri^t. There is a variation. 

Mr. Coats. Again I commend you. It sounds like a terrific pro- 
gram. 

Dr. Johnson. I should say, Mr. Coats, that the m^or impact is 
strengthenmg the family. As Dr. Brody £aid, the family still re- 
mains the dominant part of long-term care. But the current envi- 
ronment—of people who are ineligible for public care and what we 
heard this morning— "Where do Itum? Who will drive me?"— you 
luiow venr well from your own experience about these little 
things— that there is really no one who is going to pay for them 
and there is no place to turn. I think these are the services of vol- 
unteers that we are talking about. 

When I respond that I don't think volunteer service is an offset, 
that one does this sort of thing and therefore there is less 

Mr. Coats. But it is a supplement. 

Dr. Johnson. An important supplement that would be needed 
under any circumstance. I don't know how one can buy friendship 
and support from formal agencies, the kind of thing that Interfaith 
Volunteer Caregivers give to the people they serve. 

Mr. Coats. Thank you very much. 

Chairman Miller. Mr. Holloway. 

Mr. HoLLOWAY. I don't have a lot to question here, but I guess 
we are here to endorse a catastrophic insurance bill more than 
anything else this morning. 

Basically I crew up in a home in a very rural area where my 
mother cared for my grandparents, and my wife grew up in a home 
in New York City. I think through that I learned what love is all 
about and got to see it. I think in this world today we are encour- 
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aging, you know, who cares for who. I think we have about gotten 
to that point in this country today. 

The Federal Government can't be everything for everyone. I 
think it is great that we can use our churches. I Uiink that was the 
intention of this country. I think that was what our Founding jPa- 
thers intended, that we u^e the resources that we have in this 
country. 

My question is--and whoever would like to answer, particularly k 
Ms. Komblatt or Ms. Brody or Ms. Frances — I assxime you all pay 
income taxes. With the type of bills that we have before us— and I 
think you saw a quote in the Wall Street Journal that led to the 
fact that a good child care bill, a good catastrophic bill, a child care 
bill, would cost between $75 billion and $100 billion, for a good bill, 
one where we won't have you back here next year testifying before 
us again. 

A good catastrophic bill would probably cost $200 billion, that is 
30 percent each we would end up paying. 

Are you willing to take another 30 percent out of your salary 
and put it into long-term health care or child care? 

Or let me further tnat more and ask you, do you think the aver- 
age American is willing to do that? 

Ms. Brody. Well, I can only say that the recent Harris survey 
shows that most Americans are willing to pay for long-term care 
for older people. That is the best gauge of public opinion. 

I think we have to look at the other side of the coin, too, as to 
what happens if we don't pay for it. What the research has shown 
most consistently is first that the families have to be given care, 
that th^ are stretched beyond their capacity, and that when there 
are social and health services given by the community, the net 
result is to strengthen the family and to supplement what the 
family is doing. It does not substitute for the family. If we don't 
give the family help, then we are risking family breakdown. 

So I think in the sense that we aie interested in the family and 
that we are interested in fostering good family feeling and supportr 
ing family feeling, that we don't have any option but to help tiiem 
go on doing what they have been doing in the past and what they 
want to do and are still trying to do for the future. 

Mr. HoLLOWAY. I have a cMld care bill of my own which strictly 
strengthens the family today. We can't be everything to everyone, I 
think. 

Basically what the average person that I hear testify before me 
today—not only here but in a lot of the other hearings we have— is 
saving that we should be everything to e' ^ryone. 

I agree with you that the average American is willing to pay, but 
to what point are they willing to pay and at what point are we 
going to say, as a government, that we have to turn back to our- 
selves and we have to be willing to do some of it and quit demand- 
that the government do eveiything in our country for everyone, 
think we are the loser in the return for it. 

Ms. Brody. That is a question of values. I certainly can't 

Mr. HoLLOWAY. I am afraid we, as a government, are leading to 
taking the values away from people. 

Ms. KoRNBLATT. I echo what Ms. Brody said and I add that I 
work toU time and I do pay taxes. I also volunteer. I am a volun- 
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toer in two different organizations for several hours a week. I also 
help, hnanoally and otherwise, provide for the care for my stepfa- 
ther. And, yes, I am willing to help pay for it. 
Mr. HoixowAY. 30 percent? 

Ms. KoHNBLATT. I don't know where the figures come from 

Mr. HoLU>WAY. Regardless, are you willing to pay big? 

«cff «S*l??™^'' ^ *° J^y- I don't l^ow exactly 

what aU the figures are, so I am not sure what is big and how big. 
DUt, yes. 

Mr. HouowAY. We try to bandaid this together and everybody 
keeps bandaidmg and sticking them on here and there, and I think 
we have lost touch with where we are trying to go as a govern- 
ment. 

Ms. Fbancts. I think, as a retiree, we have already paid our 
dues. We paid taxes and we paid into our retirement. I don't under- 
stand why, after working all our lives and paying the government 
our taxM, we come to a point today where we see people Uving out 
in streete-and I am speaking about retired elderly people in 
their 70s and 80s. We paid so that we would be able to get^k-at 
least that is what we were told, that we were paying into some- 
thing to get something back. 

R^ardless of the percentage, what the government asked is 
what we paid. I dont think it is right that after working, you 
would caU It a lifetime— it is only now that we are Uving to be 
much older My grandmother lived to 103 and my husband and I 
took care of her for 22 years, 23 years, before she passed. I was a 
nervous wrecK when she passed, and I was told that I would end up 
migrbe uk the graveyard before she would. 

Mr. HoLLOWAY. Now you are a better person for it because you 
are out helping other people now. 

Ms. Prances. Yes, I am. I hope somebody will be out there to 
help me, because if this continues the way they are going and I 
can t pay my rent-I see people out in the street-that I might be 
out there just like them. So that is not what I paid my retirement 

Mr. Houx)WAY. We have set up Medicaid, Medicare, all types of 
thmgs m this government, and I hear more people complaining 
* M ^ d^°®' t^*** "® not doing aiough. 

Ms. Frances. But you also have a law that if we retirees have 

^5,000 is nothing. Like I said, 
even $6,000 is nothing. That won't even carry you six months. If 
gouare livmg in a decent place, you pay $700 or $800 a month. 

Mr. HoLLOWAY. I Mree. We encourage people to Ue to get on it. 

Ms. Frances. I don t want to He, and I want to live decently. 

Mr HoLiowAY The people I see deserving that account get it 
which are just above the level to where we set them. I think we 
just have to back up and I hope the Members of Congress Will all 
back upand look at where we go. 

Ms. Frances I hope they wUl put us on the same pedestal they 
are on and realize we need more money to live off of. 

Mr. HoLLOWAY. I wish they would also. 

Mr. Nestob. Can I speak to that? 
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Also I work full-time and pay my taxes and I also would be will- 
ing to support the long-term health insurance bills. I think m^ con- 
cern is that so many of our values have changed, as you imphed, in 
the last decade or two, and we have that ''Me" generation of the 
19706 which is very much into changing the channel when it hurts 
and when it is not pleasing me, and we get into serial monogamy 
very fast 



family, often before we ask for the services, we think about break- 
ing up a marriage and changing partners, thinking somehow the 
grass is greener on the other side, but not realizing there still has 
to be a method. That ''Me'' generation I think has really hurt us. 

Now, the brief counseling/psychotherapy programs that I would 
recommend would be reafly committed to the needs of people, 
where they would be paying for services and, as much as possicle, 
really trying to encourage return to some values that we have lost. 

Mr. HoLLOWAY. Thank ^ou. 

I have no further questions. 

Chairman Miller. Mr. Weiss. 

Mr. Weiss. Thank you very much, Mr. Chairman. 

There is always a great temptation on this side of the table to 
take over the role of the witnesses and to testify. I guess I am just 
as guilty of that as anybody else. 

Just m the context of the last discussion that took place, I know 
that my reading has indicated to me that it is not necessary that 
we have to spend more money on adequate health care in this 
country, but it is a matter of how that money is spent. 

We spend, as a nation, a larger percentage of our Gross National 
Product than many other countries. We don't get the value for our 
money. 

My constituents would not be satisfied if I sat through this dis- 
cussion and did not suggest that there be a national health care 
program which in fact provides care for everybody who needs it, 
rather than having 87 million Americans, as we have right now, 
without any health care protection, any health inburance of any 
kind, governmental or private. 

As far as Medicare — which there is a suggestion that government 
has done all of this — todav senior citizens are paying more of their 
personal income for health care than they did before Medicare was 
adopted. So it is not that we made any real advances in dollars and 
cents terms. 

We have some systems in place, but it is fragmented, and we 
ought to be thinking about what services we actually deliver to 
people, rather than on the systems that we have got in place. That 
IS my testifying. 

Ms. Frances, let me welcome you personally. You come from my 
area. 

I will ask you to expand, if 3 >n would, a little bit about the kind 
of people whom you visit. 

There is a suggestion, for example, that children of these people 
whom you visit ought to be doing more by way of taking care of 
their parents. 

Where are the children of the people whom you visit, by and 
large? 




le case I illustrated 
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Ms. Feancks. Most of the chUdren of the people I visit are not in 
the city with their parents. They live as far away as California and 
other places at a great distance. They have their families, they 
have their jobs, and they just don't find the time that they want to 

Slli'i^T *e time, but not the time 

that they want to find with their parents. 

Then on tilie other hand, the parents hide whatever they can 
from their chUdren, so if the chUdren really don't visit the parents. 
thOT don t know the situation the parents are in. 

Yesterda- I had to go to two sisters who live together. They 
hadn t paid their rent for two months and they got a letter from 
toe office, and nght away they called me. I said, well, the best 
thing to do IS go directly to the office and see what is really wrong, 
te^use I know tiiat both of them are not capable of rememberiM 
if they paid this biU or that biU. cmocrmg 

Some of them can't even take the medicine that is given to them 
to take because they have so many different medicines to take for 
so many different things, and thev get their medicines mixed up. 

bo we need to have a system wherein after you reach a certain 
age and it is found out that you know these people are not able to 
take care of themselves, we need to have somettiing set up that 
these people are not on their own. 

You really don't know the situation they are in until you actual- 
ly go and see thrai. They are dirty sometimes. They are not eating 
weU. Thqr just become children again. They need somebody to 
oversee them. A lot of ihem live alone. It is just heartbreakiii to 
BBB tnGm. 

Mr. Wras- What we need, I assume you are saying, is not neces- 
sarily institutionahzation, but somebody to come on a more regular 
basis m their own homes. 

Ms. Frances. Right. I think they are better off in their homes 
than they are in an mstitution, if they can just have someone to 
^ to be a mother to them. This is what 

„«]rS .homes, unless you have the money to really pay, 

^ Li °, get uito a decent nursing home, and you call us the 
middle class. We would never be able to live in a decent nursing 
home because we don't have the money to pay. 
T r^® government called money for poor people— I mean, like 

1 said before, it is just ridiculous. 
Mr. Weiss. Thank you very much. 

I am sorry I was late. I had another subcommittee in a different 



area. 



I want to say, Mr. Chairman, that people in organizations such 
as those represented by the witnesses really do need additional sup- 

^^"^^J:"^' ^® able *o touch the probleiii^ 

and they need additional backup support so that in fact the people 
who serve can be served with a little more dignity. 

Thank you very much. 

Chairman Miller. Thank you. 

I am shocked at what I just heard by my colleague, Mr 
Holloway. Unfortunately he wasn't here for tlie firet panel 

Mr. Nestor, I have to tell you that I am amazed at your com- 
ment, when the entire previous panel was made up of children of 
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the 1970s, the "Me" generation, all of whom are working so hard to 
keep their familiei together. If you look at Ms. Brody's testimony, 
you will find this is made up of ^andaaughters who are 80 to 40 to 
50 years old, all of whom experienced some of the 1970s. Yet thev 
are doing everything we say we want a family to do and they can t 
hold it together, except by becoming poorer, by becoming more 
stressed, by having a divorce, not because it was easy but because 
somebody couldn't take it anymore. Somehow our response is they 
don't need help. 

I think also I am amazed at the failure to delineate the services 
that are required. Child care is going to have to be done in a 
mosaic. Churches and corporations and everybody will have to 
work together. 

There is a level of se^rices for which there is no private sector. 
Mrs. Brady's son has cerebral palsy. Constant suction is required of 
his tracheostomv. Those services don't come in volunteerism in any 
sigiuficant numbers to deal with the problems. 

The families who were before us last year had the children in 
the room and mavbe that is what the Members of Congress need to 
see. We had children who simply were all goine to die. Their fami- 
lies wanted one thing: they wanted the chilu^n at home, thev 
wanted to take care of their own, but government policies wouldn t 
allow it and their insurance policies wouldn't allow it. Thev can all 
have their children in institutions, in hospitals, but for a third or a 
quarter or a tenth of the cost they couldn't have their children at 
home unless they gave up their jobs, their homes, their cars, an- 
other child's coll^ education. 

That is just not what America is about. That doesn't strengthen 
the family. 

I am watching my own family, with my aunt, who has Alzhei- 
mer's disease, go through this. Her son is a pilot on the Panama 
Canal. Her other son is a sea captaui, based out of Florida. You 
don't think they worry? Her son comes home almost once a m^k 
from Florida. He has a new family, new children. He is trying to 
balance those two. He is not reaching into the government's 
pocket; he is reaching into his own pocket. My mother is taking 
care of her sister almost full-time. 

Do you know what we can't find? A few little services to figure 
out how to help this woman a small part of the day. 

I am amazed that somehow the t^timony of that previous panel 
would be turned into a notion tiiat these people were sitting back 
in an easy chair saying. "Take care of my family." 

Ms. Brady talked about taking care of her son Mathew 24 hours 
a day. That is what it is. You know, ycj would need three volun- 
teers because the volunteers would have their own families. There 
is no such thing as around-the-clock volunteers. That is not to put 
down volunteerism, because without that the other part will not 
work, the respite. Meals on Wheels and all of the tilings we think 
will sustain people in a more lively and coherent fashion within 
their own communities. 

You know, don't get me going here. I guess maybe that is why I 
tliink this debate over long-term care is going to be so incredible. If 
the baby boomers thought about the issues and were rushing at 
them, even if they were jruppies, if I am hearing m my community 
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what I am hearing in my own famUy and what other Members of 
tongress are heanng, the baby boomers haven't encountered any. 
thing. 

I was married when I was 18. My children are in college. A lot of 
people haven t experienced that delight yet as their parents grow 
older, but they are going to. 

I had not heard th"a term before this morning, in reading the 
bnefmg papers: the ' sandwich" generation. It hurts, that people 
would consider themselves in that situation, especiaUy where you 
A 9""°"^ cuisine, you are not terribly complimentary to 

We won't get into that. 
Thank you very much. 

[Whereupon, at 12:25 p.m., the hearing was adjourned.] 
[Material submitted for inclusion in the record follows:] 
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EXCERPT FROM: Arthur C. Emlen, Paul E. Koren, and Dianne Louise, 
rhild tnd Elder Care: Final Report of an Employee Survey at the 
Siatert of Provide .^"c. Portland, Oregon: Regional Research Institute 
for Human Ser i;es, Portland State University, 1988. 



The **Sandwich Generation**: Employees who have children 
asd are also helping out or caring for disabled or older 
adults. 

Of the 20-site Sisters of Providence workforce, 47% have 
children under the age of 18 living at home and 22% bear Fome 
responsibility for a disDied adult or adult age 60 or older. Seven 
percent have both, and 62% have either one or the other kind of 
dependent care resposnsibility. The 7 percent represent 15% of ihi 
parents and 34% .of those with adult dependert care. 

W) t do the data say about the 7% the so-called "sandwich 
generation" who report some form of responsibility for adult care at 
the same time that they still have children at home to raise and for 
whom to arrange child care? How much extra difHculty is posed by 
their double-care responsibilities? Since 85% of these employees are 
women (80% of Providence parents are women and 85% of 
Providence employees with adult care are women), it will simplify 
the analysis just to look at the women employees (n»400 which is 8% 
of the Providence sample of women employees). 

These sandwiched mothers are on the average two years older 
than employed mothers in general and four yeats younger than all 
women employees who report some adult care responsibility. So 
they are also somewhat less likely to have young children of child 
care age ~ 38% of them having a child under age 6 compared to 49% 
of all employed mothers. However, they are less typical of all 
employees with adult care, of whom only 14% have a child under 6 
yean of age. 

The child care picture for the sandwiched women employees is 
that 93% reported arranging some form of child care for their 
children under age 18, 40% purchased child care, 37% claimed a child 
care tax credit, 32% purchased out-of-home care, such as family day 
care or center care, and 9% purchased in-home child care. Compared 
to all employed mothrrs, they were somewhat less likely to use child 
care outside their homes, and perhaps for this reason tney also were 
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somewhat lest likely to experience insubility in their child care as 
metsuxed by put changes or plans to change arrangements. 

The adult care picture is different, because 80% of those 
persons whom employees were looking after reside elsewhere than 
in the employee's home, 16% more than 100 miles away. Most of 
these persons are economically independent and largely taking care^ 
of themselves. Twelve percent of the sandwiched mothen had a 
disabled adult (between 18 and 60) in hi household and 14% had an 
adult 60 yean or older at home. Only 5% of the 400 employed 
mothers with adult care claimed a tax credit for adult dependent 
care. 

How did these double-care employees fare in their efforts to 
combine working with family responsibilities? In general, compared 
to all women employees who had respo nihility for child care or for 
all those attending to disabled adult or elder care , it is evident that 
they did tend to report somewhat more difficulty, worry, stress, and 
time loss from work, although the differences are small. For 
exaiTiple, 73% of motliers with dual care responsibilities reported 
difficulty finding adult care, compared to 66% of all employees with 
adult care, and 55% reported difficulty paying for child care, 
compared to 48% of all employed mothers. Those with both children 
and adult care also were more likely to report worry and stress from 
their family finances- 70%, compared to 64% of all mothers and 59% 
aof ail with adult care. 

The differences would be greater, if our attention were more 
narrowly focused on those who carry a heavy burden of personal 
care for disabled adults or frail elderly while at the same time trying 
to manage child care and workir*. And the differences would be 
greater if we compared -pure** categories; child care only, double 
care, and disabled or elder care only. 

In our 1987 Portland survey of 33 companies and agencies, 
the difficulty for women employees, by type of dependent care, 
ranged from 16% of employees having no dependent care 
responsibility to 47% of those who had children under 18 and were 
caring for disabled adults. It was 41% of those with children only 
and 46% of those with children plus elder care. Among Providence 
employees, the figures were 43%, 46%, and 33% respectively of 
employees with children (but not child care only), double care, and 
adult care (but not adult care only). 

The obvious conclusion is that employees' perceived difficulty 
combining work and family does indeed depend upon how much 
dependent care responsibility they bear. These "sandwiched" 
employees report the same kinds of problems as other employees. 




120 



only somewhtt more so. Our attention, therefore, is directed to the 
specific issues that have emerged as critical for all employees with 
dependent care, such as how to find it, how to manage it, and how to 
negotiate some workplace flexibility or accui.uiiodation that will 
enable employees to balance better the de lands of working with 
.'vnily responsibilities. 



121 



America has awakened to her status as an aging society. All 
•"r ,ajor ™edia have recently chronicled this phenomena, 
including S'ewsueek. The Washington Post and the Today Show. So„e 
'>f our nation's greatest ™inds are pondering our preparedness to 
cope with, and care for, our "greying population", but as 
national agendas shift and as new policies are debated we 
encourage you to focus briefly on one particular slice of the 
current scene, namely the family caregiver ^ho provides care on a 
long distance basis. 

America is a mobile society, stretched across an entire 
continent. Where once children grew up and took their place 
among their parents in home towns, our mobile lifestyle has 
fragmented the traditional family m ways we could never 
anticipate. The result is most graphical]) depicted m the ads 
for long-distance telephone service: middle aged children 
•reaching out to touch" an ^Ider parent time zones auav. 

Unfortunately long-distance phone conversations no matter 
ho^ touching, are but one of the many aspects of caregiving. I 
>.ant to talk about what else is involved. 
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My colleague, Grace Ltbow and I are both licensed clinical 
social workers, specializing in geriatrics. We frequently 
consult with adult children about their elierly relatives living 
far away. These family members often come to us with significant 
stress related health symptoms such as depression, backaches , GI 
problems and many have resorted to alcohol as a way of dealing 
with the need for relief. 

\s we worked with more and more people suffering from 
incredible amounts of responsibility and stress, we realized the 
need for a more organized way to assist such persons. In 
response we started Aging Network Services in 1982. Aging 
Network Services is a nationwide network of hand picked and 
carefully screened social work professionals who provide local 
assistance to parents and relatives across the country. Our 
network is comprised of master degree social workers who are 
licensed and meet the professional independent practice standards 
of their state. They must have a private practice, a significant 
amount of geriatric experience, and coverage at all times. Our 
clients can be typified, perhaps by the following story of a 
woman whom I will call Phyllis. 

Phyllis lives here in the District of Columbia, and her 75 
year old mother lives alone in Tampa, FL. Phyllis works full 
time for the federal goverment. She is married with tw'o school- 
aged children at home, ages 7 and 9. Both are good students, and 
quite active in after school activities. Organizing car pools, 
helping with homework and seeing to their daily needs leaves 
Phyllis little time for relaxation during the week. On top of 
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this, she feels constant responsibility to her mother and finds 
herself flying to Florida more and more often. This means lost 
income, and possibly some jeopardy to her job as well. 

"It's over a year since mother broke her hip, yet she sounds 
more and more unhappy," Phyllis complained initially. " She live<! 
alone in her own home and insists on remaining there even though 
she IS lonely and has no family nearby. She is becoming so 
forgetful that I am fearful for her safety, especially after the 
nxght she left the gas burner on. Now that she can't drive 
anymore, it is truly difficult for her to take care of herself. 
She refuses to make any changes and only wants me to be with her 
and listen to her daily misery. I am developing migraines for 
the first time in my life. Last month, I made 3 trips to Florida 
to see mother because she sounded so depressed. It's no 
coincidence that my seven year old started to overeat. I know 
she IS troubled by my absence.'* 

Phyllis' mother has her on thoughts on living far from her 
daughter, "How car I be happy when I have no one to turn to 
nearby. But I manage somehow and I don't feel reaay to move to 
Washington, as Phyllis wants. It's not so easy to make a move at 
my age. I'm used to it here, and if I return to Washington I'll 
still be alone when Phyllis travels. I don't know what to do. 
MayLr time will bring answers.'* 

Phyllis came to us in desparation. She had seen and kept a 
news clipping about our s'^rvice for 2 years before finally 
calling. She, like many people are reiuctant to use 
professionals especially for very personal and private matters. 
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But what prompted Phyllis to call was that she felt pulled 
in all directions. In a caregiver support group at her place of 
eaployaent, she realized that she was a double duty caregiver and 
that it was taking its toll on her whole family and her job. 

The stress had piled up. Phyllis started to fight with her 
husband. He felt she should be more assertive with mother about 
hiring help so she wouldn't have to run down so often. She was 
also distracted at work by the numerous calls from mother. The 
situation was beoming increasingly unmanageable and untenable. 

Phyllis did get help from us. We selected a Network social 
worker from Tampa, who began visiting her mother on a weekly 
basis. They began to work towards hov mother could more 
comfortably stay at home. Over a 2 month period, mother accepted 
a home health aide to prepare meals for her 4 hours every day and 
a physical therapist to strengthen the use of her hip and improve 
ambulation. 

Our social worker selected these services based on the 
clients* limited budget and ttte social workers' experience with 
the providers. Mother's mood began to improve after about 3 
months. She re-engaged with her friends and prior social 
organizations. Phone calls between Phyllis and her mother are 
less tense. 

It is one year later now. Our social worker is available to 
mother and visits periodically. Phyllis travels to Florida 
monthly, but the trips are planned now, and they are less 
draining. 
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I M not a researcher so I cannot quote statistics about how 
■any Phyllis' are out there. But I as a clinician and I have 
•een hundreds of families over the course of the past seven 
years, „ho have legitimate and serious concerns about 
themselves, their older family members, and how to survive the 
onslaught of external demands and internal guilt about not doing 
enough . 

With almost no exception, my older adult clients want to 
remain in their homes. But there is not a lot of help available 
for community caregiving. when it is available, it is often not 
what our clients would prefer, nor is it really appropriate, 
such as a nursing home for Phyllis' mother. 

Very possibly, had Aging Network Services not been there, 
Phyllis would have tried to place her mother in a nursing home. 
It was an option Phyllis considered and rejected early on. But 
it has happened in many cases where the problems were no more 
severe. I think we have to be careful about supporting the 
development of long term care insurance that does not provide 
substantial options for community care programs. 

While resources for community programs are increasingly 
needed, resources for the caregiver are also important. From our 
viewpoint, keeping the caregiver involved is what it is all 
about. This means providing services directly to caregivers. 
Some of these services like respite^ G«re will not be cheap, but 
consider the alternative. 

Some of what is desperately needed, however, is not 
expensive. Raising the awareness of employers about their 
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eaployees elder carefiving responsibilities would help. I an 
told these responsibilities are borne by 1 in 4 eaployees over 
afe 45. < 

In the face of this need, our network has developed a 
national eldercare information and referral service for eBploy^es ^ 
who are concerned for their older family members. Greater 
productivity, loyality and reduced absenteeism all accrue as 
benefits from employees eldercare programs. 

In addition to information and referral, oth*?r low cost 
employer activities include allowing medical leave for caregiving 
tasks, organizing lunch time and after hour support groups » and 
training employee assistance program counsellors about eldercare 
issues . 

Based on my clinical experience here in the Washington area, 
I also believe the Federal Goverment as a large employer, should 
consider offering these kind of benefits because I know how much 
suffering some people have endured. 

Supporting the older person means improving the services and 
opportunities available to caregivers, who by the way, are 
getting older themselves. The caregiving they offer daily 
whether parents are nearby or at a distance are of immeasurable 
\alue. We need to sustain and assure these contributions in the 
best way we can. 

Thank you . 
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Pkepaekd Statmnt ofA. JaniR obirts, PhD., Mubbs, AARP ^tate UoisiATivt 
GOMmiTB FOR Iowa, Dn Momb, IA 

An affordable public policy requires that families continue 
to provide most of the long-term care for impaired elders. These 
unpaid family members, mostly women, save the government a 
substantial amount of money in Medicaid payments to nursing homes. 
Because of the increased longevity of elders and the fact that 
women are delaying childbirth until their later years, many 
caregivers are playing a dual role as caregiver for their own 
children and their aging parents. The demands and pressures on 
their lives are tremendous. Family caregiving is an act of 
love and committment but it also involves great sacrifices, 
physically, emotionally and financially. 

A responsible, humane public policy requires that government 
recognize the family caregiving contributions through expansion 
of the dependent care tax credit program to include workers with 
elder care responsibilities; legislation to provide unpaid leave 
and job protection to workers caring for a seriously ill parent; 
and provision for actual services and periodic relief from their 
caregiving burden. 

A, Jp.ne Roberts, Ph.D. 

Member, AARP State Legislative Committee for Iowa 
1223 46th Street, Des Moines, Iowa 50311 
Phone: 515 279 8352 



ERLC 



132 



128 



Statement of 
the American Association of Retired Persons 
on "Double Duty: Caring for Children & the El'ierly" 

There are many catastrophes which can strike a family. It 
may be the loss of a job, a divorce, or the sudden death of a 
loved one. But few lead to the emotionaJ and financial 
devastation which so often accompanies a long-term disabling 
illness. And there are few for which society offers so little 



The vast majcrity of long-term care in our country is 
provided by family members, often at considerable emotional and 
financial sacrifice. Who are the caregivers? Those caring for 
frail older persons are predominantly adult children and 
spouses. The great majority are women. These caregivers — who 
are the real "case managers" — are a highly vulnerable group. 
Many of the spouses are themselves elderly, poor, and in ill 
health. Many of the adult daughters caring for older parents, 
typically middle-aged women, are working outside of the home — 
caught between trying to help with a child's college education 
and trying to give a frail parent the help she needs. Others, 
the focus of this hearing, are simultaneously providing care to 
frail parents and to their own young children, yet another group 
of caregivers subject to multiple stresses in the home and in the 
labor force are the parents of chronically ill children. Many of 
these caregivers, along with persons caring for Alzheimer's 
victims, have had to adjust to what has been termed "the 36 hour 
day . " 
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More than a decadti of research has documented that caring 
for the dependent elderly is difficult emotionally, physically, 
and financially. The emotional stresses range f^om feeling 
trapped and isolated to being clinically depressed. The sheer 
physical burden of caregiving, which often involves strenuous 
lifting and housework, can affect the carer's own health status. 
Over time, such strains often lead to disruptions in the entire 
family system. The financial cost of caregiving includes not 
only the direct costs of care, but the income foregone through 
working fewer hours or giving up one's job, not being able to 
advance one's career, and losing Social Security credits. 

AARP is vitally interested in family caregiving issues. Our 
members are not only the recipients of family care, but large 
numbers are caregivers themselves. According to the 1982 
National Long Term Care Survey, the average age of women 
providing care to disabled older spouses is 69, and the average 
age of women providing care to disabled older parents is 52. It 
is probable that large numbers of AARP members, both male and 
female, are caring for frail relatives. And millions more have 
had direct experience with the need for long term care in their 
families, a fact which is true for a surprisingly large 
percentage of Americans of all ages. According to a 
poll conducted for AARP and the Villers Foundation by R L 
Associates, 61% of persons aged 18 and older have dealt with the 
need for long term care either in their own families or through a 
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close personal fi-iend, and an additional 20% expect to face the 
problem within the next five years. 

Because the issue of caregiving is so itpportant to our 
membership, AARP and The Travelers Foundation recently contracted 
with Opinion Research Corporation, to conduct a national survey 
of caregivers. Of particular salience to this hearing are 
preliminary data indicating that 34% percent of primary 
caregivers for the elderly have children in their household. 
Twenty-six percent of primary caregivers have children under the 
age of 12, and 21% have children between the ages of 12 and 17, 
These data buttress those from the 1982 National Long Term Care 
Survey indicating that 25% of adult daughters caring for frail 
parents have simultaneous responsibility for children. Together, 
these two surveys suggest that the experience of families caring 
for children and chronically ill parents at the same time is far 
from an isolated phenomenon. It is also likely to be one which 
is even more common in the future due to the trend toward 
childbearing at later aces. Aging "baby f'omers" may be 
increasingly squeezed between the need to devote time to their 
children, to their jobs, and to parents who need home care and 
related services. 

Other social and demographic trends, such as the influx of 
women into the labor force and the dramatic growth in the numbers 
of persons aged 85 and over, are intensifying the demands upon 
caregivers. The most rapidly growing segment of the female labor 
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force is middle-aged women, who are also the group most likely to 
be caring for frail parents. Indeed, i ore than 62% of women aged 
45-54 work outside of the home, a higher percentage than foi- 
women of all ages. More' than half of AARP's seven million 
workinq members are women. 



AARP's many working members with significant family care 
responsibilities suffer substantial economic costs if they must 
give up their jobs in order to provide care. In the short run, 
the lack of a job protection for workers who must care for a 
family member is a financial hardship for the many families who 
rely upon two incomes. But the long-term economic effects are 
even more devastating. Frequent breaks in employment to provide 
family care make it difficult for a woman of any age to earn - or 
vest in - adequate pension benefits and Social Security income. 
This problem is compounded by the fact that midlife women can 
face both sex and age discrimination when looking for a new job. 
Minority women are often subject to racial discrimination as 
well. 



Time out of the workforce to care for family members Is one 
factor In the gloomy retirement income picture for many of 
today's older women. Only 21% of women over age 65 receive 
privaL<» or public pension benefits, compared to 45% of men. Of 
the very small percentage (roughly 12%) receiving private 
pensions, the average monthly check for an older woman is half 
that of an older man. Average total retirement income fcr a 
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single woraen over 65 is only two-thirds that of a single man over 
65, and is only marginally above the poverty level. 

Business has good reasons for helping their employees deal 
with elder care and f^ily care responsibilities. An AARP C 
"Caregivers in the Workplace" survey found that 40% of working 
caregivers were employed with the same company for 10 years - a 
loyal, well-trxined and hard-to-rep lace workforce. A study by 
The Travelers Foundation found that almost a third of the 
employees surveyed spend an average of more than 10 hours a week 
caring for a r^.,.ati\^e or friend older than age 55. If caregivers 
must carry on alor.a, they may not be as effective workers at they 
could be if employers provided some help. Recent surveys in 
other worksites reveal similar figures. 

Eldercare pi ^ ^rams and services provide much needed support 
to workers while fostering good public relations among employees 
and in th« community. Along with Travelers, companies auch as 
Aerospace, Florida Power & Light, Hewitt Associates, Pepsico, and 
Wang Laboratories have begun to develop ways to hel- employees 
cope. These include providing information and referral, ongoing 
traininc and offering flexible hours and scheduling. 

Some e.Ti'oyers offer employer-assisted plans for dependent 
care. While a step in the right direction, these plans are very 
limited by IRS regulations. Other employers provide information 
about the Dependent Ca Tax Credit. (Many employees know ^hat 
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this credit covers employment related childcare expenses, but are 
not aware that it may also be used for the care of adult 
dependents, such as parents, sp^jses, or adult children.) 

AARP is one of many concerned groups working on the issue of 
caregiving from a variety of perspectives. We have publish- ' 
resource books and educational materials for caregivers? we work 
with community organizations and employers to develop workshops 
and related caregivers programs, and we have developed training 
programs and information on home nursing skills. 

On the legislative front, AARP strongly supports legislation 
to expand supportive services for caregivers to the frail elderly 
and to protect their jobs. Both respite care and adult day 
health care, for example, should be covered under Medicare, and 
AARP has worked actively in support of a modest respite care 
benefit as part of the Catastrophic Medical Protection Act of 
1987. Penalties for family care (such as the reduction of 
t lefits under the Supplemental Security income program when the 
beneficiary lives with his/her family) should be eliminated. And 
we hope that the Family & Medical Leave Act now being considered 
by the House of Representatives and Senate will be expanded to 
protect the jobs of those who care for any family member, 
including spouses or other relatives living with the worker, in 
addition to '- rents or children. 

AARP commends this committee for drawing attention to the 
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Strains on family caregivers, especially those caring 
simultaneously for elderly parents and their own children. The 
situation of this group in particular pieces in sharp relief the 
need for our nation to develop family-centered social policies 
which support families across the entire life course. 
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